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Abstract 
Individuals with Intellectual Disabilities need to engage in end of life planning, 
however it is essential to determine how their support networks fit into the process.  As 
individuals with Intellectual Disabilities require support to live their daily lives, they too 
need support when making decisions surrounding medical treatments and end of life 
planning.  The purpose of this study was to identify ethical implications for social 
workers, when working with Individuals with Intellectual Disabilities when engaging in 
end of life planning.  Seven respondents participated in this study consisting of 
qualitative interviews.  Each of the interviewees responded to similar question lists, 
written to elicit professional and personal opinions regarding end of life planning for 
individuals with intellectual disabilities.  Respondents were identified through previous 
professional contacts of this researcher, and through professional contacts of faculty from 
the University of St. Thomas.  The themes identified by this study were the importance of 
the care team relationship, individual client needs, communication, and discrimination in 
access to medical care.  Each of the findings relate to implications for social work 
practice.   
Key Words: Intellectual Disabilities, Advocacy, Communication, Care Team, 
Discrimination, Support, Direct Support Caregivers 
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Advancements in medical treatment options are allowing for people to live longer, 
increasing the necessity of individuals and their families to engage in end of life (EOL) 
discussions (Kingsbury, 2005; Mackelprang and Mackelprang, 2005).  EOL planning 
includes advanced directives, living wills and do-not-resuscitate /do-not- intubate orders.  
Each of these options are informed choices to either continue or discontinue lifesaving 
treatment which may be in the form of nutrition, hydration or medical treatment of any 
kind (Turnbull III, 2005; Wagemans et al., 2010). 
Precise statistics regarding the number of individuals living with Intellectual 
Disabilities are difficult to find.  Sources such as the Association on Intellectual and 
Developmental Disabilities (AAIDD) and Arc of the US, speculate roughly 1.5 to 2.5 
percent of the general population of the United States live with an Intellectual Disability 
(ID) (Bethesda Institute, 2012).  Intellectual Disabilities (IDs) are defined as a persistent 
physical or medical condition which occurs before the age of 22 with the likelihood of 
continuing for the remainder of the individual’s life (ARC, 2011).  IDs inhibit the level of 
independent functioning or cognitive development in three of the following areas: 
receptive and expressive language, mobility, self-direction, self-preservation and 
economic self-sufficiency.  Most individuals with IDs live their lives within a broad 
support network.  These individuals may receive services ranging from supported living 
environments, supported working environments or a combination of the two (ARC, 
2011).  Lives of individuals living with IDs are usually influenced strongly by the care of 
others.  Most individuals are dependent on help from caregivers to live their daily lives 
(W van Thiel et al., 1997).  These caregivers, in addition to social workers and legal 
representatives make up the interdisciplinary teams (IDT), involved in the individuals 
2 
 
with IDs lives.  Individuals with IDs are at risk of being discriminated against throughout 
all arenas of treatment due to their limited cognitive abilities and at times impaired social 
functioning.  Individuals with IDs are referred to as vulnerable adults due to the increased 
likelihood of the individual being taken advantage of.  Individuals with IDs are also 
discriminated against due to their status as disabled, and until the late 1980’s and early 
1990’s, did not have the rights which they currently hold.  It is due to the infancy of the 
disability rights movement that continued discussions surrounding the rights of 
individuals with IDs continue today. 
Due to the intricacies of care for individuals living with IDs, EOL planning is 
very complex and can be controversial for caregivers, families and physicians.  Decisions 
regarding whether to treat or not treat people at EOL stages must be clearly 
communicated and documented by those who support them (W van Thiel et al., 1997).  
Without all members of an individual’s IDT in agreement, the ability to ensure 
someone’s wishes will be carried out is minimized.  Turnbull (2005) highlights the 
necessity of IDTs caring for people with IDs to move beyond solely the rights afforded to 
them as human beings.  He proposes IDTs ground their decisions and actions in the trust 
held by the individuals with IDs and the compassion in their relationship with them.   
Social workers are likely to encounter clients living with IDs throughout all 
avenues of practice.  Therefore, the necessity of understanding how disabilities affect 
daily life scenarios and the individual’s decision making ability is essential for those 
working with them.  When engaging in EOL planning, many factors are to be considered, 
including who should be involved, how much of those involved opinions should be 
considered and what medical information is pertinent to the clients’ decision making.   
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The research presented here will provide previous literature to examine how EOL 
planning for individuals with IDs and their non-disabled counterparts has been done in 
the past.  The aim of this research project is to identify ethical implications for social 
workers to preserve client autonomy while upholding the rights of clients to self-
determination. 
Disability History in Minnesota 
In the 1960s, it became clear to society that institutions, such as state hospitals, in 
Minnesota and throughout the United States were not meeting the basic needs of their 
clients with disabilities.  (Minnesota Council on Developmental Disabilities, 
www.mnddc.org)  These individuals with IDs were predominantly living in “back wards” 
which refer to the back portions of state hospitals, where the people housed were in 
custodial care.  Those individuals were not expected to recover and were not provided 
treatment (Learning from History, 2007).  Due to numerous abuses which took place in 
these institutions, laws began to change.  After legislation mandated the inclusion of 
children with disabilities into public schools passed in 1975, the populations at 
institutions began to decline.  This legislation allowed for some parents to bring their 
children home and send them to school.  During this time, the presence of smaller 
community based care facilities, such as group homes, began to appear.  By the 1990’s, 
four states and Washington D.C. had closed all of their institutions, and many states had 
drastically reduced the number of their institutions.  Those who could not live in their 
homes of origin began to live in more community based supported living environments, 
which ultimately lead to the systems in place today (Minnesota Council on 
Developmental Disabilities, www.mnddc.org).   
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Inspiration for the Study 
This research project is inspired by my own professional experience working to 
support an individual through the end of life process in a residential adult foster care 
setting.  The individual who inspired this research was a remarkable person.  Mary was 
born in 1941 with an intellectual disability that limited her communication ability.  Mary 
was deaf, nonverbal, and had limited knowledge of American Sign Language.  At three 
weeks of age, Mary was given up by her biological parents.  From this point on she lived 
her life based on the support of others, none of whom were related to her.  Throughout 
the course of Mary’s life, she lived in varying locations from the initial family foster care 
setting at three weeks of age to varying state run hospitals.  Mary moved into her first 
group home in the late 1980s.  In 1996, Mary moved to a new group home residential 
provider, in the Twin Cities, this would ultimately be her last new provider.  While living 
with this adult foster care provider, Mary lived in various homes.  However, in October 
2010, she moved into her last home and remained with the same peers until her death in 
August 2012.   
During Mary’s life, she had different types of supportive employment.  At one 
point she worked as a housekeeper in a hotel.  The training she received on this job was 
evident throughout the remainder of her life as she would consistently clean and cared for 
her own belongings.  Even cleaning and completing her own laundry into the last few 
months of her life.  As her health began to decline, Mary attempted to maintain her 
independence, often her direct support staff would continuously offer her more and more 
assistance, hoping she would allow their help.  Mary’s days were filled with crocheting, 
watching cartoons, and various outings.  Her favorite outing would be to get her nails 
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done and then go get fast food.  As Mary’s health began to decline, she began to refuse 
outings, and instead of crocheting she would bead necklaces.  At time progressed her 
naps began to fill her days.  As her direct support staff noticed changes in her ability to 
complete these activities and tasks, they noticed her symptoms increasing and trips to the 
hospital visits were also increasing.  Toward the end of her life, Mary’s days were 
primarily filled with beading and napping in her favorite chair by a large window in the 
living room of her home, surrounded by her peers and direct support staff. 
I encountered Mary in my professional role as the group home supervisor.  I 
entered her life shortly after she had been diagnosed with a life threatening illness.  Over 
the course of the following two and a half years, I was part of her caretaking team, 
coordinating and ensuring the necessary steps were taken for her to access the most 
comprehensive care possible.  Shortly after I began to work with Mary, her health 
declined and she was diagnosed with a life threatening illness which was closely 
monitored by her physicians and her care giving team.  It was at this time discussions 
surrounding what her care team began to discuss what would be her end of life process.  
It was decided by her care team the best thing for Mary would be to remain in her own 
home, for as long as possible.  Surrounded by those who know her well, had already 
developed a way to communicate with her, and provide her with the most comfort.  
While I was working to support Mary I had many questions regarding the EOL process 
for individuals with disabilities.  Thus, the inspiration for this study began. 
Mary’s care team was comprised of her case manager, legal guardian, case 
manager from her adult day service provider, her direct support providers and I.  Mary’s 
case manager had been with her for over twenty years, and some of her direct support 
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providers had worked with her for ten plus years.  Information regarding Mary’s daily 
care was passed on from her direct support providers, to me and to the other members of 
her care team.  Everyone, with the exception of Mary’s direct support providers, had 
input into the decision making process for Mary.  These decisions were based on the 
observations and physician recommendations for her care.  Decisions for Mary’s care 
were the responsibility of her legal representative.  These decisions were often made in 
consultation with her care team; each of the care team meetings occurred with Mary in 
attendance.  As Mary’s illness progressed the decisions of whether to pursue or not 
pursue a test or type of medical treatment was based on how much discomfort it would 
cause Mary and if the results would impact her prognosis.  As Mary’s health continued to 
decline, the decision to forgo invasive tests and begin hospice services was made by her 
guardian.  Although Mary was not able to verbally communicate her thoughts and 
feelings surrounding these decisions, she was a part of each meeting, and observations 
regarding her willingness or refusal of tests were communicated directly with each 
member of her team.  Mary’s compliance with the majority of medical tests, illustrates 
the level of trust she had for health care providers.  Her willingness to seek assistance as 
she knew how, even in new or different environments, by utilizing picture scales, or her 
clip art picture book, indicated her desire to communicate to her direct support providers. 
Mary lived in various institutions in Minnesota until her move to an adult foster 
care setting.  Her legal representative was a county case manager; her “family-of-choice” 
became the individuals who worked to support her and her peers.  Due to my active 
involvement in her life and death, I was able to gain an understanding of the limitations 
of care and choices in the death process for individuals living with IDs.  Mary’s time with 
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hospice was initiated in early August 2012; she had been receiving hospice care for a few 
short weeks when she developed an infection.  Because of her hospice status, Mary was 
unable to receive antibiotics for the infection.  A few days later on August 25th, Mary 
passed away in her own home surrounded by those who loved and supported her for 
numerous years.   
Following her death, there were differing opinions of how and where to lay Mary 
to rest.  She was cremated and a small service was held for her.  Because of my strong 
relationship to Mary, it was suggested by a colleague that I should speak at her service.  I 
wrote a eulogy remembering how Mary had touched so many lives in her time at the 
group home.  On the day of her funeral, we were unsure how many would be in 
attendance.  As I stood there waiting for it to begin, the cars kept arriving; approximately 
25 professionals and peers were in attendance.  The attendees included her legal 
representative and case manager from the county who had been involved in her care for 
many years.  Her care coordinator from her health care provider and direct support 
caregivers from her foster care provider, each of whom had a special place in their hearts 
for Mary also attended.  Through her life and death, she inspired this me and this study. 
Literature Review 
There is one certainty in life that does not discriminate on ability level, race, 
cognition, or sex.  This certainty is as each of us will live each of us will die.  Social 
workers must promote the quality of life and respectful treatment during end of life stages 
for all people.  They can do so by working to ensure dignified treatment of those who are 
engaging in the dying process (Luptak, 2004).  To do so, it is necessary to ascertain 
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patients’ abilities to make decisions and choices about how to die and what types of pain 
management they want to control or limit their suffering.   
Through the creation of the Patient Self Determination Act (PSDA) in 1990, 
Americans were granted the legal standing to make important decisions regarding their 
EOL care.  They are able to decide what type of care, which medical treatments they 
would like to receive, and indicate the location of medical treatment they desire 
throughout their dying process.  The PSDA provides rights to all citizens including 
individuals with disabilities.  These rights include the right to life and the ability to decide 
how they would like to die.  This can mean equal opportunities to medical treatment or 
the decision to not treat their illness at all.  The PSDA places the decision-making 
responsibilities on the individual first and then the family.  This requires individuals, 
regardless of their status as being disabled, to be consulted regarding their EOL plan 
(Mackleprang and Mackleprang, 2005).  Additionally, PSDA mandated that facilities 
receiving federal Medicare dollars ask patients upon admission for information on any 
existing end of life plans.  Through this mandate, information regarding Advanced 
Directives (AD’s), Living Wills (LW), and who would take the role of a health care 
proxy or surrogate, sometimes referred to as a durable power of attorney are required to 
be documented upon admission to a facility.  Documentation of these preferences are to 
ensure the facility’s compliance with the patient’s wishes should they become 
incapacitated (Becker et al., 2007; Fagerlin et al.  2002; Galambos, 1998; Luptak, 2004 
and Mahon, 2011).   
 ADs are statements providing treatment preferences determined by the patient 
prior to their incapacitation.  Information provided by ADs will include how the patient 
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wants medical decisions to be made and who should make the decisions for them when 
they are no longer able to.  ADs are meant to ensure the patients’ rights to die as they 
wish, one of the most significant forms of self-determination.  (Fagerlin et al, 2002, 
Luptak, 2004).   
Luptak (2004) indicates the initial push of examining how the dying process 
should be done began formally in the 1970’s.  This time period also marked the 
beginning of the palliative care and hospice movement, in the U.S.  This movement was 
not as widely publicized until the passage of the PSDA in 1990.  Becker and colleagues 
(2007) and Stein (2004) highlight the creation of PSDA to the increased popularity of 
palliative care in recent decades.  Palliative care is often referred to as comfort care (the 
most common form known is hospice).  This approach includes many factors such as 
holistic, physical, psychosocial, and spiritual health throughout the dying process.  
Mahon (2011) highlights that ADs were created to assure patients would be given the 
option to participate in their end of life planning while determining someone to make 
choices for them if and when they become incapacitated by their illness.  The name given 
to this role is often a durable power of attorney; surrogate, or health care proxy.  People 
in this role are legally able and required to make medical decisions on behalf of the 
patient if and when the patient becomes incapacitated (Fagerlin et al.  2002; Mahon, 
2011). 
 Living wills (LW) are another form of planning which assists families and 
physicians to make decisions after patients become incapacitated.  LWs often refer to 
very specific scenarios which have previously been discussed with the patient.  LWs 
provide specific treatment preferences in relation to the medical scenario.  LWs are often 
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checklists which provide a guide to patient’s treatment preferences while being in full 
compliance of the law (Mahon, 2011).  For example, a LW may specify the number of 
days in which a patient would like to receive life support before ending medical 
interventions. 
 In order for living wills to be successful, people in the role of surrogacy, legal 
representatives and proxies must be willing to comply with the patient’s wishes.  
Individuals creating wills must express stable preferences which do not waiver over time, 
and surrogates must be able to understand the preferences of the patient prior to their 
incapacitation (Fagerlin, et al., 2002).   
The role of a surrogate or proxy is not one people should take on lightly.  
Individuals whom assume this role in the life of a dying patient are charged with very 
difficult and emotional decisions to make.  The process of the Family Covenant as 
described by Doukas and Hardwig (2003) provides support for those in this role by 
proposing the necessity of value-based planning conversations.  The Family Covenant 
model proposes the necessity of EOL planning to include individuals whom the patient 
values such as biological or intentional family.  The purpose of these meetings is for 
everyone involved to engage in value based and specific planning conversations 
regarding how the patient would like to be cared for in time of illness and incapacitation.   
Benefits of EOL Planning 
 “Having a dignified death” was highly valued by patients and surrogates in 
studies by Hawkins and colleagues (2005), and Klinkenberg and colleagues (2004).  
These studies propose the primary focus of advanced planning is to prepare, people for 
becoming incapacitated and death.  The main goal of patient preparation in these studies 
11 
 
is to ensure their understanding, and the inevitability of the changes in their physical and 
mental state.  Patients are then able to share their wishes with their families and loved 
ones.  These studies also found the majority of ADs in the United States indicate the 
patients’ preference to forgo medical treatments rather than prolonging life with medical 
interventions.   
Gallo and colleagues (2003) examined the perceptions of physicians regarding 
their own EOL planning.  Their study found the majority of physicians’ ADs limit the 
treatments which they want to receive and express their desire to receive “aggressive” 
pain management which can hasten death.   
 For EOL planning to work, people must engage in the planning (Fagerlin et al.  
2002, Hawkins, et al.  2005, Klinkenberg, et al.  2004).  Fagerlin and colleagues (2002) 
in addition to Klinkenberg and colleagues (2004) report respondents in their studies 
believed ADs are only for elderly and sick people.  Healthy individuals are likely to 
procrastinate or not to participate in the AD process at all.  Without ADs, family 
members are left to interpret what they believe individuals would want.  As Klinkenberg 
and colleagues (2004) and Hawkins and colleagues (2005) found, patient preferences 
regarding treatment choices depend on many different characteristics.  They go on to 
highlight what is important to some is not to others.  The phrases “no extraordinary 
means” or “no heroic measures” are often understood differently by those in the role of 
patient and those in the role of the surrogate (Mahon, 2011).   
People may have difficulty predicting how they want to live and die once they 
become ill (Fagerlin et al., 2002).  Luptak (2004) proposes EOL interventions should 
emphasize the advanced care planning process.  Similarly, according to Seymour and 
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colleagues (2003) ADs are often a guide for families of the patient’s wishes, which can 
lessen the burden of families and surrogates when making EOL decisions.    
 The Family Covenant model proposed by Doukas and Hardwig (2003), allows for 
disagreements over choices regarding moral issues to turn into meaningful and effective 
conversations.  In these conversations members of the covenant are able to express their 
beliefs and feelings to the patient.  Ultimately, the decision is that of the patient, and 
when expressed, is valued and honored by members of the covenant.   
In the Family Covenant model, the role of the physician is the facilitator; their 
own beliefs are tested as they are forced to inform patients and families of their 
willingness to comply with the wishes of the patient.  The role of the physician after the 
covenant is to ensure the wishes of the patient are carried out.  If disagreements occur 
after the incapacitation of patients, the physician is able to make decisions or 
recommendations that align with previous statements of the patient.  If they are unable to 
mediate a decision, they will often refer the process to an ethics committee to ensure the 
patients’ rights are upheld.  The written documentation of the covenant in these times 
allows for the patient’s wishes to be understood and carried out by the ethics committee 
(Doukas and Hardwig, 2003).   
 Engaging in the EOL and AD planning process can be difficult for patients.  
Entering into these processes facilitates and requires individuals to examine their desire 
to communicate and control their care.  Patients must also decide whom to trust and who 
would be their surrogate (Seymour et al., 2003).  Fagerlin and colleagues (2002) identify 
the psychological benefits for patients and their families who have completed EOL 
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planning.  EOL planning provides clear information to families and surrogates regarding 
treatment preferences that can aid in the surrogate decision making processes.   
Benefits of Advanced Directives for Individuals with Intellectual Disabilities 
Individuals living with or without disabilities in America are, in general, not 
prepared to address EOL concerns.  Kingsbury (2005) proposes principles to follow when 
working with individuals with IDs while preparing for EOL.  She proposes respect for the 
autonomy of the individual, forming plans that will do no harm to individuals and 
allowing EOL plans to encompass what is best for the client.  The necessity of justice is 
an overarching principle to consider when engaging in EOL planning for individuals with 
IDs (Kingsbury 2005).  Similarly, Turnbull (2005) proposes the necessity of justice, 
indicating despite the disabilities people live with, they still have the right to all available 
health care options throughout all stages of their lives. 
Limitations of Advanced Directives 
 As previously highlighted, it can be difficult to engage people in EOL planning.  
Additionally, there are other limitations that can occur once the process of planning has 
ended.  Fagerlin and colleagues (2002) found people hold misconceptions about what 
will happen when they begin to experience pain or become disabled by their health care 
condition.  They found in a time period of two years, one third of their respondents 
preferences had changed.  These respondents assumed their new beliefs were in line with 
what they had previously documented.  These findings create difficulties for those 
engaging in the EOL planning process.  Without documenting changes, patients may not 
experience the dying process as they would like.  To ensure patients’ EOL wishes are 
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honored, it is essential for patients and their families to have continuing discussions 
regarding EOL plans to ensure the documentation changes as their preferences do. 
Limitations of health care benefits can impact the choices of some patients.  Stein 
(2004) found insurance coverage might shape choices patients make regarding their care.  
Financial constraints of patients can guide what type of care is chosen.  Community 
based care, such as receiving care in the patients home, may not be covered by insurance 
plans.  Caregiver burnout can also attribute to individuals EOL plans being modified after 
incapacitation, due to the limitations of what family members are able to sustain.  In these 
cases, individuals may transition into more formal settings in their last stages of life such 
as hospitals or skilled nursing facilities (Becker et al., 2007).  A study by Becker and 
colleagues (2007) highlighted the issue of individuals wishing to use Medicare benefits 
for types of palliative and hospice care.  These individuals may not be able to enter into 
these systems as quickly as they would like due to the necessity of being within their last 
six months of life.  Additionally, physicians may have difficulties diagnosing patients as 
dying which can slow the progression into palliative type services (Stein, 2004).   
Surrogate Decision Makers 
 Advanced Directives can reduce the emotional burden while improving comfort 
and understanding between patients and surrogates.  Fagerline and colleagues (2002) 
found in their study that most of their respondents with ADs were less concerned with 
providing specific detailed instructions in their AD.  They were, however, more likely to 
focus more attention and detail into determining the appropriate surrogate and thus placed 
their trust in the decisions of their surrogate.   
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Klinkenberg and colleagues (2004) found relatives in the role of surrogacy tend to 
underestimate the preferences of older patients to forgo aggressive medical treatment at 
EOL.  This can lead to more invasive treatments being pursued than desired by the 
patient.  Surrogates may not be able to accurately predict the wishes of an incapacitated 
patient.  They often make choices in congruence with their own preferences, rather than 
following the patient’s wishes (Fagerlin et al., 2002; Klinkenberg et al., 2004; Seymour 
et al., 2003). 
The role of surrogate is most frequently designated to one person.  In a study by 
Hawkins and colleagues (2005), the majority of patient respondents expressed their desire 
for those in the role of surrogacy to work in cooperation with physicians to make the 
necessary choices surrounding EOL care.  Conversely, surrogate respondents expressed a 
desire to include multiple members of the biological and intentional family working in 
consultation with the physician to ensure the choices being made were the right ones.  
Patients expressed interest in the ability of their surrogates to override treatment 
preferences in the AD’s as they would be able to consider all of the information, benefits 
and risks at the time.  The expressed wishes of patients in these studies highlight the 
importance of oral communication in EOL planning to ensure patients are able to express 
their wishes to their surrogate prior to incapacitation (Fagerlin et al.  2002; Hawkins et al.  
2005). 
As a response to these concerns, the Family Covenant model presented by Doukas 
and Hardwig (2003) would allow for participants to communicate their vested interests in 
the treatment of the patient while simultaneously gaining the same understanding of the 
others included in the process.  Doukas and Hardwig (2003) and Klinkenberg and 
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colleagues (2004) identify the necessity of relatives and physicians to act in the best 
interest of the patient.  Families and the physician must engage in specific conversations 
regarding pain management to ensure the understanding of focusing on what is best for 
the patient regardless of the family dynamics involved.   
EOL Planning with People with Intellectual Disabilities 
Caregivers, physicians and families support individuals with IDs throughout 
transitions in all stages of life.  All involved must act on what is important to and for the 
individual with ID during the dying process (Kingsbury 2005 and Turnbull, 2005).  
Kingsbury (2005) highlights the importance of support for individuals and their 
caretakers during EOL planning, ensuring their ability to effectively communicate their 
wishes.  She also indicates that the wishes of individuals with IDs should be 
communicated throughout one’s life, prior to stages of advanced disability or illness, 
when total incapacitation can occur.  Turnbull (2005) proposes the necessity of special 
care and scrutiny in EOL planning for people with IDs, noting specifically that the more 
limited abilities a person has, the more caution and scrutiny is required. 
According to the Mental Capacity Act, adults with IDs are assumed to have the 
capacity to make their own decisions even if they should require support from families, 
caregivers or physicians to do so.  Quality of life cannot be guessed or assumed.  
Caregivers, legal representatives, physicians, advocates and other members of individuals 
with IDs lives, must not base decisions regarding EOL solely on the level of cognitive 
ability or function of the individual patient (Medley, 2006).   
Intellectual Disabilities commonly affect not only cognitive functioning but other 
motor skills as well.  Individuals living with these types of disabilities may have 
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difficulty communicating in ways which society views as “normal.”  Kingsbury (2005) 
indicates communication can be received through numerous ways.  Individuals with IDs 
who are unable to speak or form words cannot be considered as not communicating or 
not having an opinion of the situation.  Rather, individuals with IDs and limited verbal 
skills often communicate through their intentional behaviors or intentional lack of 
behaviors.  Caregivers or family members who support them can interpret these 
behaviors as consent or assent.  More specifically in studies conducted by W van Theil et 
al.  (1997) and Wagemans et al.  (2010) in the Netherlands, when patients’ families were 
not consulted, physicians and nurses were relied on to interpret the behaviors of patients 
with IDs.  In these studies, the nurses interpreted the continual independent removal of 
feeding tubes by the patient as an indication they did not want to continue to live with 
artificial means, and engaged EOL medical treatments.  In both of these studies, the 
physicians and health care providers commonly made determinations of patients “asking 
to die” based on continual behaviors experienced or repeated conversations regarding 
heaven. 
If individuals with IDs are not able to express their wants or needs in a verbal 
way, those who support them must be the foundation of the EOL plan.  EOL planning 
then becomes the care teams’ responsibility to initiate and continue the conversations 
with others who are important in the life of the individual with ID.  Individuals with IDs 
should be included in all conversations regarding their EOL plans regardless of their 
ability to understand or comprehend the seriousness or importance of this task 
(Kingsbury, 2005; Turnbull, 2005). 
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EOL planning should provide a balance of health and safety for the patient with 
IDs.  Patients with IDs, family members, caregivers and members of their intentional 
communities should be provided the opportunity to share input to assure the wishes of the 
patients are at the heart of the decision making process and carried through the entire 
dying process (Kingsbury, 2005; Turnbull, 2005). 
Communication among stakeholders in the lives of the patients with IDs is 
essential.  Through these conversations, decisions made by surrogates can be scrutinized 
for the protection of the patient with IDs.  This scrutiny ensures the lack of conflict of 
interest regarding economic factors, caregiver difficulty supporting an individual with ID, 
or other psychological concerns which could affect EOL planning process.  Most 
importantly, the stakeholder communication can ensure that these individuals are 
receiving all possible care for persistent medical conditions rather than being forced into 
EOL planning solely due to the patients’ diagnosis of an ID (Turnbull, 2005).   
Role of the Physician 
 The role of the physician in EOL planning is important to understand as it can 
shape the decision patients make.  Physician treatment preferences are “highly 
correlated” to those of their patients, and patient willingness to forgo or stop treatment is 
linked to the physician’s attitude of such choices (Gallo et al., 2003).  To take advice 
from physicians is something we often do without hesitation, as Kane, Bershadsky and 
Bershadsky (2006) note; individuals rely on advice of people they expect to have 
knowledge of the circumstances.   
 However, provider anxiety can be a driving force when ADs are not followed.  If 
physicians are concerned patients’ choices may violate their professional ethics, they may 
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not act in accordance with the AD.  Patients must understand the viewpoints of their 
treating physician regarding EOL plans.  Physicians may also be concerned family 
members could seek litigation against them for the accusation of wrong doing which 
would further violate the patient’s right to autonomy and self-determination (Seymour et 
al., 2003).  Fagerlin and colleagues (2002) propose AD planning must take place with 
family members and physicians in consultation to ensure they are followed when the 
patient has been incapacitated. 
 In a study by Gallo and colleagues (2003) regarding attributes held by physicians 
for AD planning, found 30 percent of respondents who completed their ADs were 
confident others knew their wishes.  Physicians in this study were also more likely to use 
AD planning to refuse or limit life sustaining treatments.  These physicians also 
documented their desire for pain management, knowing it may hasten death.  The same 
physicians rated their mental health higher than physicians who had not yet completed 
their ADs. 
Physician’s Actions with Patients with IDs 
  Two studies examined practices in the Netherlands to examine what factors 
physicians considered before taking EOL action for their patients with IDs (W van Theil 
et al, 1997; Wagemans et al, 2010).  Both of these studies were conducted by reviewing 
previous medical records and conducting interviews with physicians directly involved in 
patient care.  These studies found physicians were likely to overrule the legal 
representative’s decisions regarding EOL actions for clients with IDs, if they disagreed 
with the decisions provided by the legal representative.  These studies also found some 
physicians, legal representatives and families felt individuals with IDs should be spared 
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the information regarding their terminal illness and engaged in EOL conversations 
without the individual’s knowledge or input.  Specifically, the support networks felt the 
individuals could not handle the news, or it would give them more undue stress (W van 
Theil et al., 1997; Wagemans et al., 2010).   
W van Thiel and colleagues (1997) found physicians who took into consideration 
non-verbal non-autonomous requests and communication from patients asking to die 
would honor such requests.  Out of a possible 67 cases studied, in 50 cases family 
members or representatives were consulted.  Nurses were consulted in all 67 cases, but 
only in two cases were patients consulted when making decisions to engage in EOL 
action.  In all 67 cases, deaths were reported as natural, and no post-mortem examinations 
occurred to verify these reports.  When questioning the physicians in this study, it was 
found that the most common reason for engaging in EOL action was to reduce pain or 
suffering of the individual.  Wagemans and colleagues (2010) found some physicians 
made medical decisions to proceed with EOL treatments solely due to the diminished 
nature of capacity held by the patient with IDs, not due to a persistent medical condition.  
Turnbull (2005) likens this to disability discrimination, highlighting that people should 
not be exploited in life or death. 
Patient Beliefs about ADs 
 Seymour and colleagues (2003) found EOL planning occurring during times of 
high stress, such as a sudden change in the state of health, often caused anxiety and fear 
to the patient and their family.  They also found ADs allowed for stress to be reduced for 
the patient and their families during the dying process.  ADs allow for families and 
patients to face illnesses and cope with what it means in terms of the patients’ life. 
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 Luptak (2004) found patients often have concerns regarding where to die, who to 
see, how to distribute their belongings, on top of not fully understanding their illness.  
Seymour and colleagues (2003) found familial patient relationships are given priority 
over the physician patient relationship when making EOL decisions.  Dying is difficult to 
predict; it often involves rapid changes which first may be realized by family or care 
giving members of the patients’ life.  These rapid changes can include cognitive 
impairment leading to the inability of the patient to weigh in on decision making.  
Hawkins and colleagues (2005) agree patients are often mentally and/or physically 
incapacitated near the end of their lives.   
Ethical Considerations for End of Life Planning with Patients with ID 
In recent years in the United States, the topic of EOL planning for individuals 
living with ID has received a growing amount of attention.  Kingsbury (2005) highlighted 
the essential theme of Self-Determination for anyone engaging in EOL planning.  
Kingsbury (2005) proposed EOL planning should be an ongoing process that should 
encompass all individuals who support the person living with ID.  If legal representatives, 
for example, make decisions without communicating to caregivers, there can be anger 
and sadness surrounding the individual in their last days.   
Medley (2006), proposes the necessity of care teams to provide skilled and 
sensitive communication when working with individuals with IDs especially surrounding 
EOL planning due to the complexity of these decisions.  EOL planning for individuals 
with IDs is a complicated and intricate process.  Practitioners base their decisions in 
varying guiding principles as they assist individuals, families, communities and 
surrogates of individuals living with IDs in planning for EOL care. 
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Turnbull (2005) highlights the existence of intentional communities, if an 
individual with ID no longer has involved family, or never did, often times the decisions 
are left to those who hold sole legal custody of the person.  Sometimes the person 
involved may know the individual very well; other times, they may be a paid case 
manager or professional legal representative who may not know the individual at all.   
Conversations with members of the intentional community are essential.  Turnbull 
(2005) highlights just because an individual with ID may live in a group home, they 
choose to do so; they get along with their peers, and have formed bonds with them.  The 
caregivers supporting these individuals are intentional members of their communities.  
Information shared between these groups of people is not something to look beyond 
when forming EOL plans.  Turnbull (2005) proposes the necessity of including 
caregivers in conversations regarding EOL planning.  Conversations with those who 
support the individual bring clarity to the desires and needs of the individual with ID, and 
ultimately confirm their needs are being addressed through the EOL plan. 
 As individual’s EOL plans are implemented, comfort and dignity are essential 
themes to their experience.  Creating EOL plans and having discussions as the individuals 
with IDs progress in their illnesses, ensures everyone involved will have the information 
they need to support the individual.  Consistency, comforting items, completing daily 
rituals, photographs and stories of the past provide a person-centered approach to the 
death process (Kingsbury 2005 and Turnbull 2005).  Just as Faye Wetherow stated, 
“When you ask people their dreams you are walking on sacred ground,” (Kingsbury, 
2005, p.  10).  As you ask individuals to participate in their EOL plan, we are walking on 
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the most precious ground, helping someone to transition from life to death with dignity 
and in a manner which they choose (Turnbull, 2005). 
Conceptual Framework 
 There are numerous theories that have been developed regarding the lives of 
individuals with disabilities.  Disability principles focus on the rights of individuals with 
IDs to accessible and appropriate health care.  Disability irrelevance, or the concept 
disability or not, the options must remain the same for all people seeking treatment.  
Reasonable accommodations, support networks such as legal representation, surrogate 
decision making, protection and advocacy may not be fully accessible from the individual 
with ID alone.  It is necessary that the people participating in the care teams support the 
individual however much or little they wish throughout their lives and self-determination 
with an EOL plan (Kingsbury 2005, Mackelprang and Mackelprang 2005, Turnbull 
2005). 
Developmental Life Course 
 Individuals’ decision-making capabilities are formed throughout life experiences, 
both environmental and individual (Yoshioka and Noguchi, 2009).  Individuals living 
with IDs are shaped not only by their own personal wants and needs, but also the beliefs 
and lessons learned through the lives of their families, caregivers and peers.  The DLC 
principles take into account environmental and social supports of people, similar to other 
theories popular in social work.  What differentiates the DLC principles is the inclusion 
of experiences drawn from the “birth cohort” (Yoshioka and Noguchi, p.  874).  Birth 
Cohort refers to people who were born or considered to be in the same generational 
range, for example the baby boomers, generation Xer’s.  The main focus of the DLC is to 
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examine specific physical and social tasks individuals have undergone, focusing on the 
influence of these tasks in cooperation with the individual’s behavior and ability to 
participate in their environment.  For individuals with IDs, many of the tasks they 
complete physically and socially are grounded in the participation of others who support 
them.  Therefore the individuals with IDs and those who support them are able to 
socialize and participate together, forming bonds which may align with the same or 
differing birth cohorts.  These relationships and experiences are essential to how 
decisions are made in support of and for individuals with IDs.  This focus, similar to 
human behavior in the social environment, focuses more attention on the impact of the 
individual’s specific development and the ability to transition between life events 
(Yoshioka and Noguchi, 2009).   
 The DLC principles are essential to the process of planning for EOL for 
individuals with IDs.  Often times the social support networks and communities which 
they live in influence the thoughts and beliefs of those with IDs.  So much of their time is 
spent relying on experiences and knowledge of others some from their birth cohort, and 
other times from members of differing cohorts.  An individual with IDs ability to 
complete physical and social tasks relies on their support network of peers, caregivers 
and families to ensure not only their safety but their sense of mastery as well.  The DLC 
framework lends support to examining the experiences and lives of individuals with IDs 
from the thoughts, feelings and experiences of those who are involved in their daily lives.  
Caregivers are often some of the most present members in the lives of individuals with 
IDs.  Thus these individuals often want to relate to their caregivers through similar life 
experiences.   
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Human Capacity Model  
 The Human Capacity Model is made up of portions of human development as 
individuals acquire capacities in the areas of public/medical health, psychology and 
education.  Each of these areas is linked to deficits experienced by individuals with IDs.  
The ability of individuals to function in their lives depends on their medical, 
psychological and educational development.  Individuals with IDs have deficits in their 
functioning level in some or all of these areas; therefore, the HCM provides rational for 
supportive living environments and life styles lived by individuals with IDs.  The HCM is 
grounded in each of the areas essential to the support of individuals with IDs: medical, 
psychological and educational.  The grounding of this model in all three areas has 
allowed for the current level of legislation and policies currently in place to provide 
protection and services specifically to disabled individuals.  It is due to these groundings 
that individuals living with IDs receive the type of care needed to live their lives 
(Turnbull and Stowe, 2001). 
The medical grounding of the HCM has provided the basis for Medicare benefits 
available for individuals with or without IDs.  The HCM additionally acts as a driving 
force for the individuals living with IDs to have autonomy over their medical choices.  
The purpose of this models approach to Medicare is to ensure services are available to 
support people as they live or engage in the dying process to be supported medically 
(Turnbull and Stowe, 2001).  Through this framework, the necessity of treatment of 
individuals with IDs is sought.  These treatment options should be fully exhausted for 
individuals living with IDs (Turnbull, 2005). 
26 
 
 The psychological aspects of this model allow for the supportive environments 
individuals with IDs live within.  This model identifies that behaviors are shaped from 
learned consequences associated with actions because of the possibility of individuals 
with IDS to not comprehend how these behaviors affect other members of the 
community; they require the protection of supported living environments.  In the early 
stages of disability, history this concept was the idea behind institutionalization, and 
eventually during the 1980’s, the idea behind the deinstitutionalization (Turnbull and 
Stowe, 2001).  The psychological support aspect of this model provides the opportunity 
for individuals with IDs to draw on support not only from their families but also their 
care giving teams to assist them when planning and participating in the EOL process.   
 The educational aspects of this model support the nondiscriminatory evaluation of 
students, initially developed due to people’s diagnosis of mental retardation.  Through 
transitions, this model discusses the need for individuals learning and living 
environments to support individuals with IDs in achieving their most successful and 
independent lives of which they are capable (Turnbull III and Stowe, 2001).  The use of 
this model applies to the EOL planning by ensuring individuals with ID are able to 
receive the education needed to make informed health care choices during their lives and 
deaths.  The educational aspects of this model have allowed for individualized plans 
regarding treatment, living environments and recreational supports of the individuals with 
IDs.   
Methods 
 As a practitioner, I work with individuals with IDs in supported living 
environments.  My client base varies from those who have very involved families to 
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those who have no family and are a ward of the state of Minnesota.  The work I do is 
concentrated on supporting these individuals to live their daily lives in the least restrictive 
setting, working to maintain and in whatever areas possible improve their independence.  
It is my work with Mary and other individuals that has driven me to study how EOL 
planning has been conducted in the past, how it is conducted now and what safeguards 
are available to the people I serve.  The research question for this study is what are ethical 
implications for social workers surrounding EOL planning for individuals with IDs? 
Design and Sample 
Individuals who chose to participate made up this descriptive case study.  The 
purpose of this type of case study was to understand how the subjects were able to work 
together to support an individual through the transition from life to death.  The goal of 
research was to uncover the processes which currently exist and identify possible 
implications for future practice of social workers to assist in supporting those with IDs at 
EOL (Berg and Lune, 2012).  The choice of respondents involved in Mary’s life, allows 
for an examination of her care from the beginning of her medical decline to the end of her 
life.   
The research conducted for this study used qualitative interviews with voluntary 
respondents.  Participants were chosen based on their experience either working Mary or 
with other individuals with IDs in addition to advocates for individuals with IDs.  Four of 
those asked to participate in this study worked in collaboration with this researcher 
supporting Mary during her transition from life to death in the summer of 2012.  Others 
interviewed have been chosen because of the dedication to the advocacy with individuals 
with IDs within Minnesota. 
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The respondents of the study come from the following backgrounds: case 
managers, social workers, legal representatives, physicians, disability advocates, policy 
advocates and members from advocacy groups here in Minnesota.  Some of the 
professionals who participated in this study were previously known to this researcher and 
made up a purposive or judgment sample due to their expertise in their area of practice 
(Berg and Lune, 2012).  For the purpose of this study, those chosen are affiliated with 
various organizations in Minnesota.   
Protection for Human Subjects 
  A research proposal was submitted for review by the Institutional Review Board 
(IRB) of the University of St.  Thomas to ensure protection of human subjects.  
Participation in this study was completely voluntary.  Individuals were contacted via 
telephone and/or email to assess their willingness to participate in the study.  As the 
majority of the respondents were previously known, to this researcher their contact 
information was attained through previous professional correspondence.  In the first 
attempt to contact the respondents, the proposed study was discussed in detail; it was also 
made clear that their participation was entirely voluntary.  Individuals who chose to 
participate were also provided with an informed consent form indicating to them that 
their participation was completely voluntary, and they could terminate their participation 
at any time (Appendix B).  Signed consent forms have been kept by this researcher in a 
lock box in her home office which is inaccessible by others.   
Data Collection 
 A set of interview questions was developed based on the review of literature on 
the topic of EOL planning; these questions were used in each interview with respondents.  
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Content of questions was aimed to elicit specific opinions, professional and personal of 
respondents regarding EOL planning specific to individuals with IDs.  Each of the 
questions was open ended, designed to invite conversation with the respondents; each of 
them was written in a non-threatening manner.  The interviewees had the ability to 
decline to answer any of the questions, without penalty (Appendix A for the full list of 
possible questions).  These questions were reviewed by professional members of the 
disability field, prior to their submission to the IRB.  These questions were reviewed to 
ensure their effectiveness in the interview, and to limit the possible distress by 
respondents as they revisited experiences of participating in this research.  Participants 
were also provided with information as to where they could attain free counseling 
services if the interviews elicited distress.  All of the questions used were reviewed to 
ensure credibility and ethical practices when working with human subjects by the IRB. 
 The qualitative interviews were conducted in settings chosen by respondents, such 
as the professional’s office or coffee shops.  These interviews were audio taped for 
transcription purposes.  Transcriptions of these interviews were completed by this 
researcher.  All interviewees were then de-identified and from this point forward were 
referred to and identified by letters of the alphabet.  All copies of these transcripts were 
kept with the consent forms in a lock box in this writer’s home office which is 
inaccessible by others.  Transcriptions were then reviewed by this researcher and coded 
to identify themes present in responses by participants.  This researcher also employed a 
coding partner to assist with ensuring the validity of themes identified.  This partner is a 
member of the University of St. Thomas, St. Catherine University Master’s program 
student body.  The work of the coding partner was to identify consistent themes 
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throughout the transcriptions and ensure validity in results found previously by this 
researcher.   
Data Analysis 
 To analyze the data from the interviews, this researcher engaged in open coding.  
Berg and Lune (2012) proposes that the central purpose of open coding is to inquire 
widely to ensure that all possible codes have been identified prior to forming any 
conclusions about the data.  A code was identified as a pattern identified in the data in 
this study, the transcription.  This researcher participated in open coding by reviewing the 
transcript line by line to identify possible codes.  Inductive coding was utilized by this 
researcher and partner to identify themes within these transcripts.  According to Berg and 
Lune (2012), a theme is formed by three or more appearances of a code within the data; 
the themes allow for the data to be analyzed in a more general tone.  For the purpose of 
this research, themes were identified with the appearance of five or more codes present 
throughout the transcriptions.  Further, each theme is made up of at least two other sub-
themes present in the research.   
Strengths and Limitations 
 Limitations of this research include the small sample size.  Seven individuals 
participated in this study; three advocates and four respondents who worked directly in 
supporting Mary in her end of life.  The sample size in this study was limited due to the 
time sensitive nature of this study, the duration of this study was not to exceed nine 
months, and needed to run concurrently with the academic calendar.  The results of this 
research are cannot be widely generalized due to the small sample size (Berg and Lune, 
2012).  Another limitation is the use of a judgment sample for the research design.  
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Professionals chosen as respondents were previously known to this researcher and 
therefore made up the judgment sample.  This researcher’s choice of a judgment sample,  
could cause for the loss of valuable opinions regarding how this process should occur for 
other individuals with IDs.  This sample may only provide themes specific to the case of 
Mary, or, due to the varied backgrounds of the disability advocates, cohesive themes may 
be difficult to identify.  
 An additional strength of this study is the presence of differing opinions provided 
by the respondents.  The respondents in this study held a wide array of beliefs and 
viewpoints regarding EOL planning for individuals with IDs, regardless of their status as 
disability advocates or as professionals involved in Mary’s care.  However there is a 
possible limitation, due to the previous relationship between this researcher and 
respondents involved in Mary’s care, they may not have felt as though they could have 
been critical of other members of the care team, including this researcher.  They also may 
have been hesitant to share direct personal opinions as they may have perceived they 
would be contrary to that of this researcher.   
 The research presented here aims to provide a case study of one individual with 
an ID who engaged in an EOL plan.  The purpose of this study was to provide an 
overview of ethical considerations for social workers, as well as to assist individuals with 
IDs, their families and care giving teams through the difficult process of EOL planning. 
Findings 
 The findings presented here are the results of seven transcribed interviews 
conducted with various professionals throughout Minnesota.  Four of the respondents 
were directly involved in the care of Mary.  Three of the respondents are disability 
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advocates currently working in Minnesota.  The respondents will be referred to as letters 
of the alphabet.  Respondent A was a case manager who had worked with Mary for 
numerous years.  Respondent B was a health care coordinator for Mary within a large 
health care system here in Minnesota.  Mary was a part of her caseload for four years 
prior to her death.  Respondent C was a registered nurse with whom daily follow up 
regarding Mary’s health status was required and who consulted with Mary’s various 
physicians.  Respondent C had known Mary for two years.  Lastly, respondent D was a 
physician of Mary’s who had worked closely to monitor her care for the last three years 
of her life.   
The disability advocates are referred to by latter letters of the alphabet.  
Respondent X is a disability advocate who has worked for differing adult foster care 
providers for upwards of 20 years.  He continues to have a presence in the field of 
disability advocacy here in the Twin Cities through various disability organizations.  
Respondent Y is a disability advocate who currently works to investigate and advocate 
for individuals throughout Minnesota who may not be receiving the appropriate level of 
care to meet their needs.  She has worked in the disability field for a number of years and 
indicated her driving force is to help people who cannot help themselves, while being 
able to impact public policy.  Respondent Z is a disability advocate who currently works 
with an educational institution in Minnesota, working to advance research and inclusion 
of individuals living with disabilities.  He began his career in direct support and has since 
worked in the field to advocate for change for individuals with disabilities. 
Several themes were identified in the interviews conducted with the respondents.  
The themes identified in this study are: the importance of the care team relationship, 
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individual client needs, communication, and discrimination in access to medical care.  
Under each of these themes, sub-themes have been identified to support the overall 
validity of the theme. 
The Importance of the Care Team Relationship 
As many responsibilities are required by the care team relationships, several 
smaller sub themes were identified to highlight each of the areas emphasized by the 
respondents.  The sub-themes of this section identified are: Communication within the 
Care Team, Care Team’s duty to Advocate, The Role of Guardians, The Role of the 
Physician in the EOL Process, Care Team’s role as Educator, The Importance of Direct 
Support Caregivers, Role of the Caregiver in the EOL Planning Process and Risks of 
Caregiver Involvement in the EOL process. 
 Relationships are central to human interaction.  Individuals with IDs rely on their 
relationships with their care teams.  The care team is often made up of family, 
professional caregivers, social workers, case managers, physicians, and friends.  The job 
of this care team is to assist individuals with IDs to live with most independence as 
possible.  The care team is made up of various professionals, each having their own tasks 
and responsibilities.  The goal of allowing individuals with IDs to live with the most 
independence as possible necessitates a wide array of individualized duties to be carried 
out by each member of care team.  Care teams are made up of each of the above-
mentioned people, and their role is to assist the individual.  Thus, they must get to know 
the individual well.  They must be able to provide support in the choices which are best 
for and most benefit the individual.  Through their contact, and type of support provided, 
their role is to assist in advocating for the individual.   
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These caregivers can provide information to paid guardians regarding the 
individual’s wishes.  Respondent Z proposed the following, when discussing the need for 
members of the care teams to be competent and committed to supporting individuals with 
IDs, in their everyday life, specifically related to EOL planning, 
“…but who cares about them and who will all want to help, and obviously 
competent people, to have a circle of support and that circle of support, if it were 
me, I would want my family, I don’t know why, I would want to have people who 
were advocates, and people who had their act together and[take] things 
seriously,” 
Communication within the Care Team 
Communication is essential when providing daily support to people living with 
IDs.  The interviewees identified the positivity of the communication received from all 
involved in the case of Mary.  From the protocols developed in collaboration from her 
physicians and nurse at her group home, to the communication regarding her health 
status, communication was strong and consistent.  Each of the interviewees identified the 
need for communication from all of those involved in care to ensure everyone was up to 
date on the information and able to advocate in their respective agencies to meet Mary’s 
needs.  Respondent C highlighted the communication between Mary’s care team when 
stating, 
“there was really good communication between staff her care providers, between 
her case managers whether that being you or me as a case manager, her 
guardians, I think the communication was great and there was a dedication to 
Mary’s health and happiness all around.” 
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In the case of Mary, everyone involved was up to date on her medical status, as 
changes in her health status were being observed they were being communicated to each 
member of her team.  Through communication, all information is shared and those who 
have decision making power do so based on all of the facts.  Respondent A spoke to this 
process regarding Mary’s care,  
“Well I think the big thing with her was her inability to communicate, um so we 
had to rely on the staff observations and interactions that was um really 
important, they were, they were her family network.”  
The communication in this case was highlighted as a positive, even though Mary’s ability 
to communicate was limited.  Respondent A also went on to highlight the necessity 
including the individual if they are able to take part in the planning and decision making 
process.   
“If a person is able to communicate their needs or their desires and if they are 
able to understand [the process] then yes, I believe they should be able to have 
some input, but I think it just depends on what level they are at.”   
In the case of Mary, she was present for each of her team meetings.  Therefore all 
members of her team were able to interact with her, and as her health status began to 
decline, it was seen by each of the members of the care team individually.  Respondent D 
indicated, 
“Communication with the person who is dying as best you can, communication 
amongst the providers and collaboration, staff, whoever has any contact with her, 
knowing her wishes, I mean as best you can, just keeping lines of communication 
open I think is the biggest[thing].” 
36 
 
In the case of Mary, communication with the physician was constant, through 
consultation with the nursing staff at her home and direct support caregivers.  The 
physician provided detailed protocols which allowed for staff to make determinations 
about her medical status more objectively.  Respondent D highlighted the necessity of 
communication with the team, 
“It is, that is why I have called legal guardians, or family members across the 
country to discuss the details, talk to staff, I think you have to talk to, um, if the 
person is not mentally competent you have to talk to their guardian and 
determine, because I mean just being honest about it, there is a risk of under 
treating, so open communication again is key.” 
Respondent D elaborated on the necessity of taking an individualized approach to team 
communication, regardless of who is present in the daily lives of individuals with IDs, the 
legal representatives must always be included in discussions.  She indicated she has even 
went as far as personally calling legal representatives to get their input and ensure they 
know what is going on with the individuals they support. 
Care Team’s duty to Advocate 
Care teams are responsible for managing and ensuring consistency of care, 
advocacy on behalf of the individual, ensuring legal representatives, receive all 
information necessary to make informed decisions.  If they believe individuals with IDs 
are not receiving appropriate health care they also must report any concerns to the 
appropriate authorities.  The most prevalent of these ideas was the ideal that those 
involved in care teams for individuals with disabilities advocate for the individuals with 
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IDs to ensure they are receiving the most appropriate and necessary treatment.  
Respondent A elaborated on this point further,  
“I think the biggest thing was the consistency of care and the staff love of her was 
so obvious and their willingness to provide everything in her care to keep her in 
her home setting.  I mean that was just the biggest thing and also I think too, the 
fact that the doctor and the clinic were pretty on board with things, so you didn’t 
have to bring her out all the time, so she didn’t have to be hospitalized all the 
time.” 
Respondent referred to the impact of the caregivers for Mary.  The roles her daily support 
caregivers assumed to ensure she was being well cared for, such as communicating on 
her behalf to physicians, community members or other team members highlighted their 
dedication to Mary.  Additionally, these support caregivers took on the task of observing 
her behaviors and interpreting them as best they could to find deviations in her routine, or 
other indicators which may help medical professionals gain a sense of understanding 
regarding how she was feeling.  Respondent A also referred to the collaboration between 
caregivers and the physician as a positive aspect of Mary’s care.  Respondent A also 
highlighted her team’s ability to work together to provide individualized care to Mary, 
indicating specifically their ability to take into account her ability level, throughout all 
aspects of her care.  This was illustrated by the adaptive ways in which they facilitated 
medical appointments or procedures in which Mary would need assistance, as well as the 
modifications made to her clip art picture book to help explain things to her in a way 
which she could understand. 
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Due to the limitations of individuals with IDs, like Mary, who are unable to 
advocate for themselves, Respondent A focused on the need for advocacy, “you need 
people to advocate for you, because they may not be able to advocate for themselves.” 
Additionally, Respondent B reiterated the need for advocacy stating “everyone involved 
had a voice, you know except Mary, but again I think people knew her well enough to 
advocate for her.”  Although Mary had deficits in her ability to communicate, the 
relationships formed with her caregivers and support team allowed for them to advocate 
on her behalf while providing support to her in ways which she accepted and appeared to 
be comfortable with. 
Role of Guardians 
Guardianship is a position which requires either unpaid people previously known 
to the person with an ID, or paid professional guardians who assume the decision making 
role for people with disabilities.  Paid guardians can be solely professional guardians, 
where their job is to provide guardianship services to individuals who are unable to make 
safe decisions for themselves.  Paid guardians can also be county case managers; these 
individuals often serve dual roles, not only providing case management services, but also 
acting as legal representatives.  Still other individuals with disabilities may have 
guardians who are family members or close family friends.  These guardians take over 
decision making responsibilities as specified by the court system.  All guardianship 
decisions, whether individuals with IDs can make decisions on their own or if they are in 
need of a guardian, are made by the court system.  Guardianship may cover all decision 
making capabilities, or be specified to areas of risk for the individual, such as medical 
care, or financial decision making.  Each guardian is acting on behalf of the judicial 
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system in the state, and in effect, any decisions made by guardians can be overruled by 
the court system.  In Minnesota, this decision making power has recently been challenged 
by the judicial system; some risks have been identified with the use of professional 
guardians who are unknown to the individual before they take decision making power, 
Respondent Y provided support for this concern specifically referring to EOL decisions 
for people under guardianship,  
“And the judge in that case said that really, only a judge should make that 
decision [regarding EOL planning].  A guardian can weigh in on it, but in other 
words they were proposing for the court to do the kind of process that DHS does, 
because there is no process, some guardians just sign off on it [EOL plans], some 
will talk to their clients, some won’t.  So he felt there weren’t enough safe guards, 
and that the dignity of life, when someone is under guardianship, that guardians 
can have lots of powers of when they are alive, but they shouldn’t have the power 
to decide when the person dies.” 
Regardless of whether guardians are paid or unpaid, each guardian must submit 
paperwork to the judicial system indicating the status of the individual with whom they 
oversee guardianship issues.  Delinquent paperwork can result in the guardianship being 
taken from one person and given to another if the court system believes the best interests 
of the person with ID are not being met. 
Role of the Physician in the EOL Process 
Each of the respondents held beliefs surrounding the role of the physician in EOL 
planning for individuals with IDs.  These roles include the necessity of getting to know 
the individual, understanding their functioning capabilities and assess changes in this 
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level based on their normal functioning capacity.  The role of the physician was also 
identified as providing information to the individual, their family, guardian, and care 
team.  Respondent X believes the physicians 
“role is to listen find out what the person wants make sure they have all of the 
information they need, or either do what they want us to do or tell them honestly 
why we can’t.”  
Physicians should provide reasoning and rationale as to why or why not their patients’ 
wishes can or cannot be followed, regardless of the persons functioning ability.  
Respondent Z replied with the following when asked about the role of the physician, 
stating it is to provide, “Information, lot of information, lots and lots.” All respondents 
believed the ultimate role of the physician was to provide information, and ensure the 
patients understood to the best of their ability what is going on with their health. 
Role of Care Team as Educator 
An additional duty identified by respondents for the care team is to educate those 
involved.  Not only do the individual themselves need education, but also those who 
make decisions on their behalf, whether it be family members or professional guardians.  
It does not matter what role in the care team professionals take, it is essential they 
provide education based on their background and knowledge base to ensure everyone has 
a clear picture of the situation and the possible options.  The role of informing and 
educating those involved in the care of the individual was highlighted throughout the 
interviews. 
The deficits which IDs brings to the individual’s functioning are what bring the 
support team to the person.  These deficits are the areas in which individuals with IDs 
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often require support; it requires a strong dedicated team to provide care and to make 
decisions which positively affect the individual.  Respondent B indicated in the case of 
Mary, “I am sure the guardian had a lot of input with this as well, so I guess it is similar 
in that everyone involved had a voice, you know except Mary, but again I think people 
knew her well enough to advocate for her.” Respondent B highlighted that even though 
Mary, the individual in this case did not have the ability to verbally communicate, her 
support team consulted together and worked with her to provide care for her.  Some of 
Mary’s caregivers had worked with her for numerous years; one in particular had worked 
with her for ten plus years.  Other caregivers, who were not as seasoned, were trained and 
learned about Mary, her preferences and routine from more experienced caregivers, in 
addition to Mary herself.  Although Mary had limited communication abilities, she had a 
way of providing information regarding what she wanted, liked or did not like.  
Throughout the course of her life, due to the limitations in her communication abilities, 
Mary developed adaptive behaviors and gestures in which she was able to indicate to 
those who knew her well how she was feeling and when she felt comfortable.  She also 
utilized her clip art picture book to communicate with her caregivers. 
Mary’s limitations are further highlighted by Respondent C  
“Her limitations as far as communicating and advocating for herself, and having 
no, close friends or family to advocate for her, I think it made it that much more 
important us as caregivers and team members stepped up to the plate.”  
Further, individualized planning is a theme touched on by all respondents, specifically 
Respondent A indicated,  
42 
 
“In Mary’s case you know her making blankets [her preferred activity] and things 
like that, is what is important to her that’s what she liked to do. Towards the end, 
she didn’t care if she went out as much, so I guess it’s that to make sure people 
are understanding, the staff anyhow of what her needs and wishes are.”  
It is necessary for care teams and support caregivers who know the individual and 
understand what is important to them to advocate for the preferences and the decisions 
that are important to the individuals with IDs. 
 The majority of people involved in caring for people with ID are paid 
professionals.  Often individuals with IDs lack peer relationships and friendships; the 
majority of their social interaction is with caregivers or other members of their care 
giving team.  The interviewees highlighted the necessity of the care team to keep their 
values and beliefs regarding choices made by decision makers, or the individual with ID 
separate.  Respondent A discussed the differing values of individuals and caregivers,  
“I think for the staff to understand the process and the steps of dying, we all have 
different values. [The staff need] to keep that separate and we need to keep to, 
like in this instance, we need to keep Mary’s needs at the top. Even though we all 
have different values and different beliefs, you have to think about who it is you 
are there for and what is best for her.”  
The beliefs held by care team members should not interfere with what the wishes and 
beliefs of those who they are working to support.  All interviewees identified that 
caregiver inclusion in the EOL process should be determined by the family and the client 
or the legal decision makers.   
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Conversely, in Mary’s case, her care team assumed very involved roles due to the 
absence of her family.  Those interviewed noted several benefits of the caregiver 
inclusion in this case.  Respondent B stated, “And everyone seemed to know what that 
was, even though she really couldn’t verbalize that herself, people knew what was best.” 
The respondent highlighted that despite the communication limitations Mary had, her 
connections to her care giving team allowed them to get to know her.  Through building 
these relationships, Mary trusted the decisions made on her behalf.   
 Importance of Direct Support Caregivers 
People living with ID receive support from a variety of sources.  These sources 
can include family, paid or unpaid caregivers, guardians, case managers, mental health 
practitioners, and physicians.  Daily life for these individuals involves more contact and 
in many cases more reliance on others.  Caregivers who assist individuals with IDs with 
daily life are referred to as direct support caregivers.  Each of these groups of people is 
essential to help communicate and provide a continuum of care for people with IDs.  
Generally direct support caregivers are not included in the decision making processes for 
individuals with IDs.  In the case of Mary, no direct support caregivers had decision 
making abilities, however, each of them was able to discuss opinions or beliefs about her 
care with his or her individual supervisor.  Many of these concerns or observations 
regarding quality of life or care were then discussed by the decision making team, and in 
some cases, impacted the decisions made. 
When respondents were asked if caregivers should be included in the decision 
making process for individuals with IDs, Respondent Y provided the following 
suggestion,  
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“There is a whole lot more to communication than words, and so from there 
obviously there are legal or medical decision makers. But I really think it has to 
be to the largest extent we can do it, the people who have been around that 
person, surrounded them, supported them, sometimes it is just really good staff, in 
conjunction with the family.”  
Respondent Z, provided the following rationale regarding caregiver inclusion in 
the EOL planning process, Caregivers again that is a sacred bond, it is the day to day, no 
matter what, that is important, ” when discussing the level of trust individuals with IDs 
place in their caregivers, pointing to his belief, caregivers should be included in the EOL 
planning process.  To many individuals with limited peer relationships, caregivers often 
become regarded as members of their family.  In the case of Mary, her care team became 
her family. 
Role of the Caregiver in the EOL Planning Process 
Respondents highlighted an important role clarification for the inclusion of 
caregivers in the EOL process.  They believe caregivers should be included in the process 
with respect to how well they know the individual.  However to limit their ability to make 
decisions, highlighting decisions should be made by the family or legal representative 
regarding the EOL process.  Respondent Y stated,  
“So when you are talking about a caregiver their input should be limited to their 
knowledge about the client, and contributing advice and observations but I don’t 
think they should have the legal ability to do it at all.” 
Further,  
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“Then I think, you know, there is a difference between participating in decision 
making and the legal decision making.  So yes I believe they have a role, but we 
have to be sure that it isn’t someone who has a conflict of interest.”  
This approach would include those who the individual feels is important, and allow those 
put in the decision making position to decide what is best for the individual. 
Caregiver inclusion in the EOL planning process was discussed with respondents, 
Respondent B stated,   
“I do think they should be included and have input, because there with her all the 
time, with the person and know the level of comfort or discomfort, pain, also their 
disruption of their quality of life.”  
Just as in the case of Mary, this respondent highlighted the relationship between the 
individuals and care teams, those who support the individual on a personal daily basis 
understand their perception of quality of life better than other more distant members of 
the team. 
“She did have so much support, and people knew her so well.  I mean I don’t, I 
never got the idea that anybody didn’t, wasn’t very attached to this woman, and 
they were very committed, so in this case it was very much a positive.”  
Respondent B also discussed the level of interconnectedness and the relationship between 
Mary and her care team as further evidence in their role in the planning and decision 
making process on behalf of Mary.   
Risks of Direct Support Caregiver Involvement in the EOL process 
Respondent Z identified the following risk of caregiver inclusion “Someone 
inappropriately information sharing, telling the person,” following with his 
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recommendation of making the boundaries of the caregiver and decision making person 
known to limit this risk.  Respondent X highlighted the risk of caregivers’ beliefs and 
perceptions of how the death and dying process should go could cloud their judgment.  
He identified the necessity of the focus being on the individual, “But I think the most 
important thing to remember is that this is about them, it is not about you, that is what I 
think is crucial.” Respondents highlighted how the importance of including who the 
individual feels is important.  Respondent Z went on to say, “you need to really look at 
who people are close to and who people care.” Respondent Z is indicating it is important 
to provide an individualized approach to EOL planning, highlighting the importance of 
including people who the individual with ID feels are important. 
 Attention should be paid to ensure the caregivers in the situation are making 
decisions and acting in the best interest of the individual.  Respondents commented on 
the understanding that not all caregivers are good, and not all decisions made by some on 
behalf of individuals are in their best interest.  “Yeah if there is any concern by the client 
or any person who deals with the caregiver that should be looked at, and they should be 
involved,” Respondent D further identifies this risk as “why I say it needs to be on an 
individual basis.” Additional respondents highlight similar themes of ensuring those 
making decisions are doing so in the best interest of the individual.  Specifically, 
Respondent B stated  
“Because of the more limited understanding [of the individual], I guess that 
points to the need for really strong advocacy, like Mary received.  Yeah it seems 
like [the level of care individuals with IDs receive] could be less, which is kind of 
disturbing, quite disturbing.”  
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As professionals it is our job to ensure we are advocating ensuring individuals 
with IDs are receiving the same level of care, as people without disabilities receive. 
Role of Hospice in the EOL Process 
Hospice providers were discussed by each of the respondents regarding a type of 
provider who would be skilled when working with this population.  Their role is 
providing a person-centered approach to the death and dying process and ensuring 
comfort at the last stage of life.  Respondent X highlighted the role of hospice as an 
additional support to caregivers.  Regarding the new different role caregivers are 
assuming with the initiation of hospice  
“As opposed to their role [caregivers’ role] has always been to keep people safe 
and healthy and now their role is to help people die, so that is a big transition for 
people.  And then to have the right people working there so they can deal with 
that.” 
Respondent X also highlighted the skills of the hospice team to assure, the individuals’ 
needs are first and foremost.   
“I think professional hospice people are really comfortable with that, they are so 
focused on the person, and we are really good at it.  Most of us are really good at 
it most of the time, until we get into a subject like this, and then sometimes it is 
really hard to keep focused on them.”  
Hospice providers offer a support during EOL not only to the patients, but also as a 
resource for direct support and care team members to ensure the best possible care is 
available for individuals as they engage in the dying process. 
Individualized Client Considerations 
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 Each of the respondents discussed the necessity of modifying EOL planning to 
each individual.  They each highlighted that, first and foremost, the process is for the 
individual and for no one else.  Ideally, the individual should always be consulted and 
included when making plans regarding his or her future, his or her health, and his or her 
life regardless of their ability level.  However, this is often not practical.  At times, the 
information regarding and individuals health status or prognosis may overwhelm the 
individual, increasing symptoms or decreasing their quality of life.  As in the case of 
Mary, she was unable to directly communicate her wishes; the information she shared 
non-verbally and non-traditionally was used by her care giving team to make decisions 
on her behalf.  In other cases, loved ones of individuals with IDs may feel they cannot 
handle the prognosis, or they will not comply with the treatment which they need; 
therefore, these options may not be sought out for them.  As each individual is different, 
it brings the ethical considerations of EOL planning, and from this, the question remains 
how do we ensure the rights and participation of individuals with IDs in all aspects of 
their end of life planning?    
As each of the respondents indicated, individualized considerations are necessary 
when engaging in the EOL planning process.  However, they provided mixed responses 
of when and how to draw the line regarding what information should be shared with 
individuals with IDs.  Each respondent believed ability level of the individual is an 
important factor to consider when determining the need for, type and frequency of 
support from the care team.  When asked who should be included in EOL planning for 
people with IDs, Respondent Y replied “The person themselves, first and foremost.” 
Respondent X replied similarly,  
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“Well first and foremost he person themselves as much as they can.  I think very 
often even people with you know, very severe cognitive disabilities can help you 
with the planning.” 
Individuals with ID should not be eliminated from the planning simply because they are 
living with disabilities. 
Inclusion of the individual in the discussion regarding their medical care, in 
addition to inclusion into society on a daily level was also discussed by each of the 
advocates as a characteristic of necessity for those living with ID.  It is also important for 
professionals to understand that even with a disability; these individuals have the same 
right to self-determination as people without disabilities.  Even if their abilities to 
communicate is not traditional, their actions, movements, facial expressions and the 
noises expressed, indicate preferences, and likes or dislikes, and should be taken 
seriously by those supporting them.  Respondent Y stated, “We believe people with 
disabilities deserve to have the same rights to decide to withhold or the same rights to say 
I want all measures done to keep me alive.” The question remains, how can we as 
professionals provide these rights? 
Respondent D discussed the necessity of an individualized approach regarding 
when and what type of information sharing should occur for individuals with IDs.  
Regarding prognosis and treatment,  
“It’s hard, because um traditionally we say if you have a prognosis of 6 months 
or less, hospice should be involved.  I think it depends on the person again, I have 
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a patient who, has low IQ and she has lung cancer, but there is a decision made 
that we are not telling her that she has lung cancer”… it would just make it very 
difficult for her because of her anxiety, that is why I say it needs to be on an 
individual basis, all of the providers are all in tuned, we are all following the 
same thing and we are not being as aggressive with her, but we are involving 
decision makers to determine do we want to know how it is progressing for 
prognostic purposes.” 
The question of when to initiate the planning discussion sparked a few differing 
responses; however, the central point was it depends on the individual.  Regardless of 
disability or ability level in different areas, each respondent highlighted it is essential to 
include the individual in the process.  If they are capable, this should be started at a 
young age; if they are unable at a young age, it should be discussed with them when a 
condition presents itself; indicating death is near for them.  Respondent Z highlighted the 
necessity of normalizing death, as part of the life process, by including individuals in the 
death process of others in their lives as it happens, “make sure when other people die, like 
family members or roommates they are made aware and are involved.”  Regardless of 
the individual’s ability level, his or her inclusion when they have a prognosis of a 
terminal illness is necessary.  “I mean for sure when um anybody has any kind of 
diagnosis, in anyway at any time of life that is life threatening, then right away, right 
away, with no question.” Individuals with IDs have the right to take part in discussions or 
know about their illness when it could possibly end their lives. 
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Discrimination in Access to Medical Care and EOL Planning 
 Intellectual disabilities bring a lot of challenges and concerns to daily functioning, 
as presented here previously.  By definition, part of the individuals intellectual 
functioning or cognitive functioning is impaired.  Due to this impairment, at times they 
are not able to understand as much as their non-disabled counterparts.  Each of the 
respondents, regardless of their backgrounds as advocates or disability professionals, 
highlighted the risk of less medical treatment being sought after, understood and provided 
for individuals with disabilities.  More specifically, individuals with IDs are more likely 
to have physicians make decisions to rule out medical treatments due to their status of 
being disabled, and in some cases, the diagnosis of a disability can completely eliminate 
someone’s ability to receive a particular treatment.   
Differing reasoning and rationale was provided by each advocate; however, the 
consistent theme presented was the risk is there.  Respondent X discussed this risk further 
stating, “I think it is still pretty rampant that you get physicians who don’t see any reason 
in spending a lot of treatment resources on someone with DD’s I just think that happens 
all of the time.” Respondent Y discussed communication deficits of some individuals 
with ID which can limit their ability to participate in their own medical care in a 
traditional way.   
“If you don’t present the information to them in the way they are used to hearing 
it, then they don’t understand what you are saying, and they don’t question, they 
just say what are you saying, what are you saying, well we don’t have that here, 
instead of asking you know.”  
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Respondent Y referred to the importance of individualized attention provided to each 
person with an ID from their providers.  This respondent referred to how individuals 
communicate, and how the provider communicates with them as well.  To support 
individuals with IDs caregivers need to use specific words, phrases, or ways of asking the 
questions to ensure they are understood.  And ways in which we can be sure these 
individuals can respond, rather than making assumptions regarding care. 
 Currently, there are no legal requirements stating individuals with disabilities 
must receive the same preventative medical care, such as screenings, or annual exams, 
which are part of routine health care for people without disabilities.  Respondent Y 
speaks to this when she states,    
“And there were no laws or rules around people with disabilities getting the same 
annual routine tests we recommend for everybody, mammograms, which is 
changing now; I mean the science available at the time, annual exams, prostate 
exams, etc.  And again by the time somebody really figures out what is going on 
they have a disease that is terminal because no one did it.  No one was in charge 
of doing that and therefore it was when we asked providers about that they say, it 
is not required, but it would be the right thing to do, or couldn’t you at least call 
the case manager and say at least we think they need X.” 
Individuals with disabilities may not be provided with the information or knowledge of 
tests or treatments; therefore, it is the responsibility of those working to support them to 
advocate and ensure that the same access to health care is being received as for those 
without disabilities.  The risks of limited care being provided do not fall completely on 
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physicians.  Respondent Y referenced a care facility, which did not seek consultation 
from a qualified health professional, charted a person through the dying process, rather 
than seeking additional information or treatment on the individual’s behalf. 
“We had another very sad one where a person said well you need to observe him, 
he is not feeling well and did a perfect charting, but because the person doing the 
charting was a non-clinical, non-medical professional, she perfectly charted the 
dying process.  We could see every step where if we could have intervened here 
we might have saved him and turned the course of the case.” 
The facility responsible for the health care management of this individual with ID did not 
seek consultation or assistance from medical professionals, and due to their negligence, 
this individual died.  Caregivers, regardless of their decision making abilities, need to be 
required and provided with appropriate resources to ensure the health and well-being of 
those they work to support. 
 The risk of individuals with IDs receiving substandard, or in some cases, no 
medical treatment for preventable or treatable illnesses is present.  Due to this, the need 
for advocacy is great, not only by the individuals with IDs who are able, but is also 
essential from members of their care teams.  Some respondents provide the ideal of a 
“checks and balances” system to ensure those in need receive the care.  Others point to 
advocacy; however, the consistent theme is the necessity of those in positions of power to 
understand and pursue the care needed do so.   
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If someone is not receiving the level of care which is needed it then becomes the 
responsibility of caretakers, advocates, case managers, families and the individual 
themselves is to report the maltreatment to the authorities.  Respondent Y alluded to other 
cases in which “We have seen people who have needed lifesaving surgeries and the 
doctor wouldn’t do it because they were disabled.”  If unchallenged these perceptions can 
lead to providers making treatment decisions solely based on disabilities, “[We looked at] 
his records and they said he was dying of mental retardation.  We said that is not a 
terminal illness.” When referencing individuals with disabilities, Respondent Z stated  
“People are less likely to question someone and something, so that is a huge huge 
huge huge [problem], people want to make people happy, and aren’t always 
aware and don’t know something is available.” 
People with disabilities need to have strong advocacy to ensure their rights are being 
protected and equal access to medical care is being provided.  Respondents in this study 
also indicated the need for training for support people so they are able to protect 
themselves, and uphold the rights of the individuals with ID.  Respondent Y specifically 
pointed to this. 
“Otherwise they [direct support caregivers] can be held accountable for 
neglecting or abusing the rights of the person who is there.  You know, I would 
think that to protect their own legal liability whether the corporation or the 
individual staff member, too often we see abuse and neglect blamed upon the 
individual caregiver, when the corporate facility never trained them, never told 
them what to do.” 
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Direct support caregivers need training to know what they can and cannot do when 
supporting individuals with ID, and with whom they can and cannot share information 
with. 
 Respondent Z discussed the difficult task of support people when caring for 
individuals with ID as they age, get sick and eventually die, stating, 
“Or and a sense of if a person lives with ID, one when a person with ID reaches 
end of life, there should either be a ton of support and training for direct support 
people.  Because their roles are going to get a whole lot more complicated, and a 
whole new sphere of providing additional support.” 
This respondent highlighted the necessity of training to prepare support staff not only to 
help the individual as they become more incapacitated, but also to prepare the support 
staff for what will happen.  This respondent specifically highlighted the need for training 
and support, as these situations will become difficult for all those involved. 
The respondents in this study come from differing educational backgrounds 
however each of them identified similar themes in regards to the EOL process for 
individuals with ID.  Each of the themes presented here highlight the necessity of 
inclusion for individuals with IDs.  Each respondent also highlighted the necessity of 
communicating with and on behalf of the individuals with IDs who are unable to do so 
independently.  The necessity of providing individualized approaches to EOL planning 
was essential to ensuring their rights were being upheld, and self-determination 
respected.   
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Discussion 
 Individuals with intellectual disabilities are classified as vulnerable adults due to 
their limited cognitive abilities, and these individuals are more likely to be mistreated by 
others.  Minnesota Statue 626.557, reporting maltreatment of vulnerable adults, provides 
legislative mandates to professionals in regards to the protection of individuals with IDs.  
The purpose of this Statue is to provide legal protection for these individuals and to 
ensure concerns regarding their treatment be reported and investigated.  Individuals with 
IDs status as vulnerable adults, places them at a higher risk of maltreatment throughout 
their lives and deaths (https://www.revisor.leg.state.mn.us/statutes/?id=626.557). 
Respondents in this study identified themes surrounding the likelihood of 
maltreatment for individuals with IDs, specifically regarding EOL planning.  Each had 
their own beliefs regarding what should be required to be reported.  They also held 
differing beliefs about which aspects of the system they believe work, and potential risks 
regarding EOL planning.  However each respondent believes it is necessary in EOL 
planning for people with IDs to be individualized and person centered.  Each respondent 
also noted the presence of risks of treatment, of limited treatment, and risks of who to 
include are present in the daily lives of individuals with IDs.  Due to all of these factors 
individuals with IDs require those involved in their lives advocate to ensure they receive 
the best and most comprehensive care. 
Ethics and Social Justice 
“The greatest human freedom is to live and die, according to one's own desires 
and beliefs.  From advance directives to physician-assisted dying, death with dignity is a 
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movement to provide options for the dying to control their own end-of-life care,” (Death 
with Dignity National Center, 2012).  EOL planning can be a difficult and personal 
process.  For individuals living with ID it may be the most important process of their 
lives, it could be one decision making process which they have the ability to make 
choices, without being influenced by those supporting them.  All too often, individuals 
with IDs are left out decision making process or not provided with information to make 
informed decisions based on other people’s perceptions of what they can or cannot 
handle.  Their ability to participate in EOL planning is an opportunity to ensure their 
personal wishes are carried out as they age and ultimately, die.  Without professionals 
working to advocate and inform people of their rights, many more people will die without 
their knowledge of their rights and the choices. 
Self-Determination 
 The ethics of EOL care and planning are present regardless of the professional 
association or framework you ascribe to.  The ethical concerns and considerations for 
those with IDs are the responsibility of all involved.  It is the responsibility of the care 
team to ensure the rights of the individuals are being upheld and appropriate advocacy is 
being carried out.  The National Association of Social Workers is concerned with the 
ethical practices of social workers throughout all avenues of practice.  Just as much 
scrutiny should be exercised as social workers they assist in individuals with IDs in EOL 
planning; the guiding principle of self-determination supersedes the charge to do no harm 
(King 2005, Kingsbury 2005, Mackelprang and Mackelprang 2005).  Self-determination, 
as defined by the NASW Code of Ethics (2008), proposes social workers assist clients in 
58 
 
their ability to identify and clarify their goals.  Self-determination for individuals with 
IDs will not fully exist until the conversation can be held at a wider capacity.  It is 
essential to ensure every person and provider knows and understands what disabilities 
are.  Further, this understanding must encompass the benefits of proper support for 
individuals with IDs.  This can be attained, through educating professionals and 
caregivers, to increase their understanding and how to modify their practice to better 
serve individuals with IDs.  As Seymour and colleagues (2003), as well as Fagerlin and 
colleagues (2002), highlight, EOL planning provides the opportunity for the patient to 
have choices and autonomy, and ultimately provide the right for their self-determination. 
 As individuals with IDs by definition have limitations in their cognition, it then 
becomes the ethical responsibility of the providers, caregivers, case managers and other 
important members of their lives to act in their best interest.  This is a difficult task to 
handle; however, the research presented here highlights the importance of including all 
people who support the individual in any aspects of their lives and the individual in the 
decision making process.  Luptak (2004) notes, EOL planning requires competent people 
to make choices regarding medical treatments, or a competent proxy, if the patient is 
incapacitated, as in often the case with individuals with ID.  Additionally, many 
respondents discussed the necessity of talking about the process on an ongoing basis to 
gain an understanding of the wishes of the individual.  A study by Mahon (2011) supports 
this approach, indicating respect for the individual is the main rational in the EOL 
planning process.  Without this approach, valuable information regarding quality of life, 
or personal preferences, may be missed which could result in the individual not being 
heard and their wishes not being carried out. 
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Each person has the right to determine what care to receive and what care to 
refuse; each person has the right to self-determination.  Individuals with IDs have the 
identical rights as their non-disabled peers.  The interviewees highlighted the necessity of 
an individualized approach to EOL planning, as was done in the case of Mary.  The 
respondents believed in order to best provide care for these individuals, their cognitive 
ability level should be fully understood.  Each of the respondents also voiced their beliefs 
of including the person in the EOL planning regardless of their ability level.  Luptak 
(2004) indicates that the role of social workers is to promote quality of care, and 
respectful treatment during the EOL planning process while working to assure the dignity 
of the person.  Social Workers must advocate to ensure the ability of individuals with IDs 
to participate in his or her own decision making process is upheld. 
 The most important person involved in the EOL planning process is the person 
who is dying, or making decisions surrounding his or her end of life plan.  Each 
respondent indicated the needs of the individual as most important.  Caregiver knowledge 
of these needs was highlighted in the case of Mary due to her limited communication 
abilities.  Mahon (2011) believes through engaging in EOL planning decisions, patients 
can provide preferences regarding their wishes.  Without caregivers who understand the 
patient and have relationships from which they will be able to elicit these preferences, in 
the case of individuals with ID, valuable information could be lost.  Further, each 
respondent in this study indicated the importance of the relationship between the 
caregiver and the individual.  Respondents indicated the necessity of caregivers and care 
teams providing information regarding the preferences, normal functioning level, values 
and beliefs of the individuals with IDs when engaging in EOL planning. 
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Advocacy 
 Without direct advocacy for individuals with IDs, lack of information, lack of 
treatment options, and lack of education will continue.  It is the job of social workers, 
physicians, nurses, care coordinators and direct support caregivers to work to uphold the 
rights of individuals living with IDs.  As professionals, we must work together to 
challenge how things are being done.  It is our responsibility to stand up for and with 
individuals who are currently not receiving the most accurate or appropriate medical care.  
As social workers we may have to challenge other professionals when we do not agree 
with their course of treatment.  Without the strong advocacy work from those supporting 
individuals with IDs, no forward motion will occur.  Until our system does a better job 
educating and providing resources to these individuals in reference to preventative care 
models which mandate screenings, or insurance benefits which allow for more time spent 
with physicians to gain an understanding of a prognosis, we will still be failing these 
individuals.  It is our job as social workers to advocate and make these changes.  
All too often we work to support individuals with IDs to live a life in the least 
restrictive setting, or to help them become compliant.  If we do not change the system and 
if we do not provide better care, why should we expect these individuals time and time 
again to change for us?  Physicians and health care staff should be required to learn about 
people with disabilities and how their ability to function independently is affected, rather 
than the system constantly encouraging these individuals to be more “normal.”  The 
system needs to become unified, we need to develop requirements of care, and 
individuals with IDs need to receive the same level of care no matter which doctor or 
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hospital they go to.  The responsibility of comparative care is not that of the individual; it 
is that of the system, and as social workers, it is our responsibility to advocate for the 
necessary changes. 
Discrimination in Access to Medical Care and EOL Planning 
 Discrimination and unequal access to medical care and EOL planning are barriers 
faced daily by individuals who live with ID.  Each of the respondents in this study eluded 
to the possibility of under or over treatment of individuals with IDs.  Specific case 
examples from each of their individual working environments were described, and most 
often the common theme was medical treatment not being provided to individuals with 
IDs based on presumptions of his or her care team.  As identified in studies by W van 
Theil et al. (1997) and Wagemans et al.  (2010) in the Netherlands, patient’s families 
were consulted, but the actual patient was often not.  Without the individuals with IDs 
families input, the decisions made by medical providers often ended treatment and 
hastened death.  The stark findings here indicate it should be the duty of the social 
workers involved to ensure all avenues desired by the patients are pursued.   
Without social workers advocating patients with ID could die prematurely or 
develop a more significant diagnosis due to lack of preventative care.  To prevent further 
maltreatments, disability focused training should be required for social workers, 
physicians, nurses and other medical professionals.  This training would assist 
professionals in their ability to not only become comfortable, but competent in providing 
services to members of the community who are disabled.  Just as cultural competency is a 
mandate in the NASW Code of Ethics, the necessity to become competent in the field of 
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IDs is crucial in the support of people throughout their lifespans.  This topic has not yet 
been heavily researched; therefore it is an additional recommendation further research in 
the area is conducted by social workers specifically to measure the level of competency 
of professionals working with individuals diagnosed with ID. 
 It is necessary in the pursuit of social justice, for social workers to work in 
cooperation with other providers, individuals with IDs and medical professionals to 
advocate on a larger level.  Together we must advocate to pass legislation which ensures 
proper preventative care is required.  This legislation would require the same standard of 
preventative care for all.  Placing the responsibly of ensuring this care is provided on 
organizations or people who provide care to individuals with IDs.  The responsibility 
assumed in providing care is to ensure adherence to the standards, and despite the 
difficulties.   Legislation in regards to disability rights is still very much in its infancy, 
proving there is much more work to be done.  As social workers, we must continue to 
challenge the system and status quo, to ensure these individuals are not continuing to live 
within a system, set up to protect them from things which they do not need protection.  
We must work together to ensure the rights of these individuals are upheld, and if 
systems currently in place are hindering them, we must change the system in its entirety. 
Individual Client Needs 
Individualized client needs were discussed by each of the respondents.  This 
researcher agrees with Kingsbury (2005); a person centered approach would be the most 
fitting to ensure individualized client considerations, needs and preferences are being 
addressed by those involved in the care team.  It is essential to use the person centered 
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approach to ensure individuals with ID, are able to ask questions and indicate they are 
unsure of what the process is, or what is going on around them.  It is a recommendation 
of this writer that a person centered focus and the strengths based perspective is used in 
work with individuals with ID when discussing and engaging in EOL planning.  As 
indicated by respondents, individuals even with very limited cognitive abilities are still 
able to provide information regarding their wishes and should be consulted in all stages 
of EOL planning.  The use of the strengths based perspective when engaging in this type 
of work will allow for individuals to see his or her role, and the important aspects of their 
skills present throughout the process (Kingsbury 2005; Turnbull 2005).  
Importance of the Care Team Relationship 
 Many aspects of the importance of the care team relationship were indicated by 
the findings.  Consistently, respondents indicated the necessity of care team individuals to 
get to know the individual with ID, to understand what normal behavior is for them, and 
to understand their normal functioning level.  I propose the Family Covenant model 
(Doukas and Hardwig, 2003) be modified for individuals with IDs.  The modifications I 
recommended would be similar to the approach taken by Mary’s team.  It would require 
each member of the care team to have open dialogue with the individual to ensure all 
members of the care team are on the same page and working within the same parameters.  
Additionally, through the use of this model, there would be a built in “checks and 
balances” system of having other professionals who are able to, and called to report any 
maltreatment of the individuals with ID, in regards to treatments offered or not offered 
(Doukas and Hardwig 2003).  
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The main purpose of the Family Covenant model, by Doukas and Hardwig 
(2003), is to allow for a respectful arena for each of the involved parties to voice their 
opinions, for the patient to express their values and beliefs, and for everyone to be on the 
same page of how to handle the EOL process.  The use of this process would serve as an 
anticipatory, to allow the individual to know all the risk and expected benefits of 
treatment options.  The ability of these discussions to occur surrounded by members of 
the care team the individuals trust, and in an atmosphere which they feel comfortable 
would be an additional benefit.  The ultimate decision would fall on the guardian or the 
individual themselves with ID, if they are their own guardian, but the decisions made 
would be done by knowing all of the facts available at the time of the consultation.  The 
case example of Mary provided aspects of this model for review by respondents in this 
study.  Each of the invested parties had his or her own voice and expressed their beliefs 
and concerns regarding care.  Ultimately, her guardian made the final decisions, but these 
decisions were made upon all of the findings and facts provided by all individuals 
involved in her care team. 
 By utilizing a modification of the Family Covenant model, social workers would 
be able to work in a team, to assist other members with the EOL planning process, while 
ensuring other needs are met.  Additionally, identification of individuals struggling with 
the anticipated grief and loss, or the individual themselves could be served by clinical 
social workers involvement in their covenant.  In a modified approach to this model, 
individuals could speak freely regarding health status, and as continued concerns or 
issues present, prior to decisions being made.  This would also allow for the team to 
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present as a united front.  All decisions would be made in conjunction with the individual 
with an ID. 
 For a modification of the Doukas and Hardwig’s (2003) Family Covenant model 
to work with individuals who have ID, it is essential to get the entire team on board.  
There are difficulties and limitations to modifying this model.  Some of these difficulties 
would be to consider how billing and scheduling of all care giving team members would 
occur.  The amount of time participating and implementing this model would also be a 
difficulty to consider, due to the large caseloads of professionals and social workers.  
Implementing this model would be difficult and expensive.  However, the moral and 
ethical benefits for each individual would outweigh the fiscal disadvantages.  The direct 
consultation and communication as recommended by this model would allow for all 
possible disagreements or differing opinions to be voiced at the same time.  Thus 
allowing each person involved to have an opportunity to be heard.   
Modifications of this the Family Covenant model by Doukas and Hardwig (2003) 
would allow for a person centered, team inclusive approach to EOL planning.  This 
approach would allow for the individuals, most important to the person with an ID, to be 
present, and have full access to information.  This model would take into account family 
of choice participants at the discretion of the individual.  If they wanted direct support 
caregivers included, this environment would allow for their inclusion. At times, some of 
the most important people in our lives are not blood related, and therefore, the right of the 
individual to choose who to include would be an additional modification suggested to this 
model for individuals with IDs.  Legal decision making power would still fall upon the 
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guardian; however, with the assistance of the covenant model, these decisions would be 
made with group input. Modifying this approach would also allow for a larger support 
network to be accessible by the individual themselves. 
Mahon (2011) and Seymour and colleagues (2003), similarly identify the 
necessity of surrogates, families and physicians to understand and respect the individual’s 
choices while protecting the patients’ autonomy.  Although no specific adaptations of the 
Family Covenant model (Doukas and Hardwig, 2003) have been made, its use could 
address some ethical considerations for individuals with IDs.  For example, if physicians 
include opinions of loved ones and caregivers in medical recommendations for 
individuals with IDs, it is hypothesized that the care provided would then be more 
comprehensive and more in line with the wishes of the individual with an ID.  
Additionally, through the inclusion of these members of the individual’s life, as 
disagreements regarding treatment choices arise, there would be an opportunity to ensure 
the rights of the individual with a disability are not being violated. 
Communication 
Communication was present in each aspect of respondent’s beliefs and values 
surrounding EOL planning for individuals with IDs regardless of their background.  Each 
of the respondents regarded the need for open communication and advocacy for the 
individuals with ID during EOL planning.  Some respondents even touched on the 
necessity of using communication to ensure individuals with IDs are receiving the same 
level of medical care as their non-disabled counterparts.  This is similar to the view that 
Seymour and colleagues (2003) presented when discussing the necessity of ongoing 
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discussions to review plans and ensure each member of the care team has an 
understanding of the current situation.  These care giving teams are a good way to bring 
all experts together to ensure all information is shared and utilized to make informed 
decisions.  This study highlights the important of the care giving team each doing their 
respective roles, and having clear communication throughout the process of EOL 
planning.   
The necessity of open communication between the individual, their care team and 
physicians is rooted in a successful EOL planning process.  In the case of Mary, each 
respondent believed the communication was a successful aspect of her EOL plan.  The 
role taken by this researcher in the care of Mary was to facilitate meetings and 
continuously keep communication lines open.  This, at times, was difficult due to Mary’s 
limited communication abilities.  However, the ease and frequency with which I was able 
to discuss changes in her health status with each member of the team was unlike any 
other case I have experienced.  As her condition worsened, it was the open lines of 
communication that allowed for members of her team to not only prepare themselves for 
her death, but to support her as the time came near.   
Every member of her care team, from direct support caregivers, her nurses, 
physicians, case managers and so on, was aware she was not doing well.  Each person 
had the opportunity to do what was needed of him or her to ensure her last few days were 
comfortable and each need of hers met.  Without the planning and continued 
communication taking place, her transition from life to death would not have gone as 
well as it did.  What was done in the case of Mary is very similar to the modifications of 
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the Family Covenant model I am proposing.  Without the input and information received 
at all levels of care, needs of Mary’s may have gone unmet, and her death process could 
have been filled with anxiety and fear. Therefore the modifications proposed here would 
allow for other individuals with IDs to receive the same level of comprehensive care and 
thus have full participation in their EOL planning process.  
Implications for Social Work Practice 
Individuals with IDs often rely on the support of others to live their daily lives.  
These support individuals often require training for each of the people they assist.  
Depending on the type of services provided, the amount, type and level of trainings 
required differ.  Training was not identified as a theme in this study due to the limited 
number of times it appeared in the transcriptions.  However, each of the respondents who 
participated in this study indicated an additional level of training should be required for 
practitioners and caregivers regarding disabilities and EOL planning.  Without 
specialized training regarding IDs, practitioners and caregivers will not be as effective 
when working with the individuals and their teams.   
Training should be a requirement of all people who work to support individuals 
with IDs.  Whether they are direct support staff, case managers, care coordinators, 
registered nurses, or physicians, at each level of care, individuals with IDs are 
encountered in practice.  Unless professionals are able to modify their practice to ensure 
individuals with IDs understand what is going on, or are able to communicate with the 
people who support these individuals, vital information regarding care will be lost.  It is a 
necessity for all involved in the care of these individuals to work to understand the 
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disabilities, specifically to each person served, to ensure appropriate steps are being taken 
and care received.  Until training regarding disabilities becomes a requirement across 
disciplines providing care, individuals with IDs will not receive the same level of care as 
those without disabilities.   
Social workers, physicians, registered nurses, and direct support caregivers each 
have annual training requirements based on their discipline.  Educational opportunities 
surrounding IDs should be available and a percentage of continuing education 
requirements should include disability education.  Curriculums emphasizing how the 
disability affects the individual, ways to modify practice, and information on differing 
types of supports available to individuals with IDs should be required.  These educational 
opportunities will not only allow for practitioners to gain a better understanding of the 
disability as a whole, but will also allow for them to have more insight into the daily lives 
of their clientele.  With these educational opportunities, individuals with IDs may be 
more comfortable in seeking assistance from providers due to the general sense of 
knowledge they possess.   
 Social workers must advocate for changes to individual organization on a 
community level, and on the macro level to require training in the field of disability 
education for all professionals.  Without specific training, the ability of practitioners to 
act ethically is severely limited.  Social workers must too receive specialized training in 
regard to disabled individuals in order to continuously advocate for changes on their 
behalf.  Through consultation with disability advocates, and members of the disabled 
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population, a more detailed curriculum should be developed and implemented in trainings 
to differing professions. 
Recommendations 
Caregivers may be family members, paid or unpaid support people who assist 
individuals in their daily lives.  Despite their roles in providing support and assistance in 
the daily lives of people with ID, their roles in EOL planning is to provide information, 
rather than make decisions.  Caregivers who get to know the individual, often times better 
than others, are an important link in assuring the best interest of the individual is upheld.  
Additionally, they will be the most likely to attest to the wishes, needs, beliefs and quality 
of life issues as they are important to the individual.  However, it is important to specify 
the type of caregiver; if caregivers are transient, or working for their own wishes, or 
companies’ issues rather than those of the individual, this poses a risk.  To ensure this, 
the necessity of reporting concerns to the appropriate state agencies is once again 
indicated.  The use of the Family Covenant model would allow for the assurance that 
those involved in decision making and care are invested and working in cooperation for 
the best interest of the individual with ID.  Through the use of this framework, the risks 
could be decreased, and the best interest in the EOL process of the individual will be 
served by those involved. 
Policy Recommendations 
Legislation should be enacted to ensure the same measure of access to healthcare 
offered to people without disabilities are offered to those with IDs.  Preventative 
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screening, tests, and educational information should be provided to patients regardless of 
their status as having a disability.  It is the responsibility of social workers and legislators 
to ensure further neglect does not occur by increasing the access to these services for 
individuals with IDs.  Physicians, social workers, and caregivers should be held to the 
same standard of ensuring all types of medical care are accessible to every person with 
IDs.  
Recommendations for Social Workers  
 The need for advocacy is great within the field of social work.  The need for 
advocacy for individuals with IDs is constant.  We, as social workers, must continue to 
strive to support these individuals while ensuring their rights are being upheld.  It is our 
responsibility as social workers to collaborate and work to challenge the system in place 
today.  As social workers we need to advocate not only for the lives of each individual 
client, but also for their participation in processes or decisions that affect them.   
Strengths and Limitations 
 A strength of this research was the ability to obtain four respondents involved 
directly in Mary’s care for the last few years of her life.  Those respondents were case 
managers, care coordinators, a residential registered nurse, and Mary’s physician.  
Through the diverse backgrounds and cooperation during the care of Mary, these 
individuals were able to speak to the process as it went for Mary, and to share to their 
opinions and beliefs as to what they would recommended for other individuals with IDs.   
72 
 
 An additional strength of this research was the ability to obtain three disability 
advocates from varying backgrounds.  One respondent works for a large organization 
doing direct advocacy work, on the micro, mezzo and macro level.  Another respondent 
works to advocate and further educate people on disability issues and inclusion in 
Minnesota.  The last respondent has worked as a direct care staff since his early twenties, 
and now currently sits on a major disability advocacy board in Minnesota.  Through the 
varied backgrounds of these respondents, a wide array of experiences and personal 
beliefs were elicited.  Additionally, each of these respondents provided this researcher 
with information on current issues in the disability population.  
 The major limitation of this study is the sample size.  Due to the time sensitive 
nature of this study, this researcher only had seven respondents willing to do interviews.  
The small response number is directly related to the time sensitivity, due to this 
researcher’s inability to recruit for members, based on the necessity of the study’s 
timeline.   
Further Research 
It is essential to continue to study the process of EOL planning for adults with 
ID’s to ensure that the rights and freedoms afforded to all people are being upheld.  With 
further research it will be possible for social workers and legislators to create the 
safeguards necessary to ensure the wishes are truly that of the dying individual, rather 
than some other stakeholder. 
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It is also recommended further research be conducted using the modifications to 
the Family Covenant model suggested here.  It would be beneficial to research these 
modifications comparing individuals with families to those without and to see the 
strengths and limitations of having non legal decision makers included in the process.   
 It is the belief of this researcher that further research would benefit this area of 
study.  Due to the time sensitive nature of this study, the pool of respondents was small.  
Conducting this study again with a larger amount of time to solicit respondents in 
addition to being able to reach a wider array of respondents would allow for differing 
opinions and the possibility of more validity to the themes identified to occur.  It is also 
recommended a study similar to this be conducted by directly interviewing individuals 
who have ID.  Without their input and knowledge, critical aspects of implications are 
missed.  Additionally, as the research presented eluded to, it is important to include them 
in their own EOL plan while providing them with a voice to assist others in similar 
situations in the future. 
Conclusion 
 Individualized, ethical, well informed, inclusive conversations with individuals 
with IDs and their care giving teams regarding EOL planning should occur throughout 
one’s lifespan.  Without social workers, and other professionals working in consultation 
to ensure the best wishes of the individual are being sought and met throughout the EOL 
process, individuals will face discrimination, and possibly live or die in ways which are 
against their wishes. 
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 Just as this researcher has pushed for individuals to be included in their EOL 
planning processes, it is also a recommendation that these individuals also be consulted 
for their beliefs and thoughts regarding the process to the ability level they are able.  As 
much as we believe we can make informed decisions around how we as professionals 
believe things should go, without the personal input from individuals with ID, we will be 
missing a large amount of information.  Finally, this researcher believes consultations 
with individuals with IDs should be conducted with the individuals themselves to 
ascertain why they chose particular EOL plans and how they felt the experience was, if 
they felt they were receiving all necessary information and if they felt they had a voice in 
the planning.  Not until the voice of individuals with ID is heard on the matter, can we 
truly say we are taking all aspects into account.   
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Appendix A 
Interview Questions for those involved in Mary’s Care: 
1. What do you believe is the role of social workers in the EOL process for 
individuals with IDs? 
2. What do you believe went well in Mary’s care?  
3. What role did you play in the care of Mary? 
4. What would you change if you were able to about Mary’s care? 
5. Do you think with more knowledge regarding the ability to stop and start Hospice 
to allow Mary to take antibiotics? 
6. What information do you think was most beneficial in the decision making 
process for Mary? 
7. Specifically what were the similarities and differences between the process for 
Mary versus individuals with families or strong support networks 
8. What do you believe makes the dying process and death experience successful, 
what do you believe it should look like overall? 
9. Who do you believe should be involved in EOL planning for individuals with 
IDs? 
10. When do you think EOL planning should be discussed for individuals with IDs?  
11. What challenges do you think the ID brings to the EOL planning process? Do you 
think the supportive living environment is helpful or a hindrance of the EOL 
process? 
12. Do you think the medical provisions provided by Medicare affect the choices 
made by individuals with IDs regarding their EOL care? 
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13. What do you believe is the most important environmental consideration for 
individuals with IDs when engaging in EOL planning? 
14. Should caregivers be included in the discussion? What would be the benefits and 
risks of their inclusion? Do you think differing ages of caregivers and individuals 
with IDs should be considered in their input? 
15. Should physicians be able to overrule the decisions of family members or 
caregivers in the EOL planning process with individuals with IDs? 
16. What is the role of the physician when creating an EOL plan specific to 
individuals with IDs? 
17. What if caregivers do not agree with the EOL plan for the individual?  Should 
they get a say? How should this look? 
18. Do you believe that individuals with ID, even when healthy should engage in 
EOL planning? Why or why not? 
19. Do you believe there is a risk for individuals with ID of receiving more limited 
treatment than their non-disabled counterparts? Why or why not? 
20. Do you believe safeguards should exist for individuals with IDs who have family 
members involved in care, or who are their own legal representatives to ensure 
their full understanding of what is going to occur? 
a. What should they be? How should it be done? Who should monitor this? 
21. Do you believe practitioners working with individuals with IDs should receive 
additional training as part of their education or continuing education opportunities 
to assist in their ability to modify the practices to the individual? Why or why 
not? 
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22. Should people working to support individuals with IDs be expected to participate 
in training regarding the EOL process as it applies to those they serve?  Should 
they be included in the discussions with the individual? 
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Appendix B 
Interview questions for Disability Advocates: 
1. What motivates you to working with and advocating for individuals with IDs?  
What brought you into this field? 
2. Do you have any personal experience with EOL planning for an individual with 
an ID? 
3. What do you believe makes the dying process and death experience successful, 
what do you believe it should look like overall? 
4. Who do you believe should be involved in EOL planning for individuals with 
IDs? 
5. When do you think EOL planning should be discussed for individuals with IDs?  
6. What challenges do you think the ID brings to the EOL planning process? Do 
you think the supportive living environment is helpful or a hindrance of the EOL 
process? 
7. Do you think the medical provisions provided by Medicare affect the choices 
made by individuals with IDs regarding their EOL care? 
8. What do you believe is the most important environmental consideration for 
individuals with IDs when engaging in EOL planning? 
9. Should caregivers be included in the discussion? What would be the benefits and 
risks of their inclusion? Do you think differing ages of caregivers and individuals 
with IDs should be considered in their input? 
10. Should physicians be able to overrule the decisions of family members or 
caregivers in the EOL planning process with individuals with IDs? 
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11. What is the role of the physician when creating an EOL plan specific to 
individuals with IDs? 
12. What if caregivers do not agree with the EOL plan for the individual?  Should 
they get a say? How should this look? 
13. Do you believe that individuals with ID, even when healthy should engage in 
EOL planning? Why or why not? 
14. Do you believe there is a risk for individuals with ID of receiving more limited 
treatment than their non-disabled counterparts? Why or why not? 
15. Do you believe safeguards should exist for individuals with IDs who have family 
members involved in care, or who are their own legal representatives to ensure 
their full understanding of what is going to occur? 
a. What should they be? How should it be done? Who should monitor this? 
16. Do you believe practitioners working with individuals with IDs should receive 
additional training as part of their education or continuing education 
opportunities to assist in their ability to modify the practices to the individual? 
Why or why not? 
17. Should people working to support individuals with IDs be expected to participate 
in training regarding the EOL process as it applies to those they serve?  Should 
they be included in the discussions with the individual? 
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Appendix C 
Dear _______________, 
My name is Kylie Otte, I am a graduate student at the University of St.  Thomas, St.  
Catharine University in the Masters of Social Work program.  I am conducting a study 
about end of life care planning for individuals with intellectual disabilities.  I invite you 
to participate in this research.  You were selected as a possible participant because you 
are a professional involved in caring for individuals with intellectual disabilities and have 
experience regarding end of life care or you are an advocate for disability rights.   
The purpose of this study is to examine how end of life care planning occurs for adults 
with intellectual disabilities and the ethical implications surrounding this process. 
 Procedures: 
If you agree to be in this study, I will ask you to do the following things: consent to your 
participation in this study by filling out this from, participating in this interview which 
will be recorded and answer questions posed by this researcher.  The interview will be 
approximately one hour in duration.  I will transcribe the recorded interview to be 
reviewed by a peer to ensure its reliability.  This information will also be used in a 
presentation to open to the public in May 2012, in addition to a brief presentation 
research reviewed to formulate the interview questions. 
Confidentiality: 
The records of this study will be kept confidential.  Each form containing information 
regarding the respondents will be kept in a secure lock box in my own personal home 
office.  These items including recordings, transcriptions, consent forms and data will be 
locked in this box.  I am the only person who will have access to this lockbox.  Findings 
from the interview will be de-identified and presented to the public in May 2013, as part 
of the Graduate Research Presentation.   
Voluntary Nature of the Study: 
Your participation in this study is entirely voluntary.  You may skip any questions you do 
not wish to answer and may stop the interview at any time.  Your decision whether or not 
to participate will not affect your current or future relations with University of St.  
Thomas/St.  Catherine University, or the School of Social Work.  If you decide to 
participate, you are free to withdraw at any time without penalty.  Should you decide to 
withdraw, data collected about you will not be used for this study. 
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 Please feel free to contact me with any questions you would like to consider prior to your 
decision to participate in this study.  If you have questions later, you may contact me at 
(651)307-5244.  You may also contact the University of St.  Thomas Institutional Review 
Board at 651-962-5341 with any questions or concerns. 
Thank you for your time, 
Kylie Otte, LSW 
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Appendix D 
Consent Form 
CONSENT FORM 
Please read this form and ask any questions you may have before agreeing to participate in the 
study. 
Please keep a copy of this form for your records. 
Project 
Name 
Ethical Implications of End 
of Life Planning for 
Individuals with Intellectual 
Disabilities 
 
IRB Tracking 
Number 
405971-1 
 
General Information Statement about the study: 
 This study hopes to examine how end of life planning for individuals with intellectual 
disabilities should be conducted.  The questions asked in this study will draw on 
personal professional experiences working to assist an individual through the end of life 
process, or personal opinions from disability advocates of how they percieve the 
process should occur. 
 
 
You are invited to participate in this research. 
You were selected as a possible participant for this study because: 
I am conducting a study about end of life care planning for individuals with intellectual 
disabilities. I invite you to participate in this research.  You were selected as a possible 
participant because you are a professional involved in caring for individuals with 
intellectual disabilities and may have experience regarding end of life care.  Please read 
this form and ask any questions you may have before agreeing to be in the study 
 
 
 
Study is being conducted by: Kylie Otte, LSW 
Research Advisor (if 
applicable): 
Katharine Hill 
Department Affiliation: Social Work 
 
Background Information 
The purpose of the study is: 
The purpose of this study is to examine how end of life care planning occurs for adults 
with intellectual disabilities and the ethical implications surrounding this process. 
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Procedures 
If you agree to be in the study, you will be asked to do the following: 
State specifically what the subjects will be doing, including if they will be performing any 
tasks.  Include any information about assignment to study groups, length of time for 
participation, frequency of procedures, audio taping, etc. 
If you agree to be in this study, I will ask you to do the following things: consent to your 
participation in this study by filling out this from, participating in this interview which 
will be recorded and answer questions posed by this researcher.  The interview will be 
approximately one hour in duration, the interview will be audiorecorded.  This 
researcher will then transcribe the recorded interview to be reviewed by a peer to 
ensure its reliability.  This information will also be used in a presentation to open to the 
public in May 2013, in addition to a brief presentation of the literature reviewed to 
formulate the questions which you will be asked. 
 
 
 
Risks and Benefits of being in the study 
The risks involved for participating in the study are: 
There are no known risks. 
 
The direct benefits you will receive from participating in the study are: 
To share your opinion regarding how individuals with intellectual disabilities should be 
cared for during their end of life planning process. 
 
 
Compensation 
Details of compensation (if and when disbursement will occur and conditions of 
compensation) include: 
Note: In the event that this research activity results in an injury, treatment will be 
available, including first aid, emergency treatment and follow-up care as needed. 
Payment for any such treatment must be provided by you or your third party payer if 
any (such as health insurance, Medicare, etc.). 
Not Applicable. 
 
 
 
Confidentiality 
The records of this study will be kept confidential.  In any sort of report published, 
information will not be provided that will make it possible to identify you in any way.  
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The types of records,  who will have access to records and when they will be destroyed  
as a result of this study include: 
The records of this study will be kept confidential. Research records will be kept in a 
locked file in my home office; a research partner will review de-identified transcriptions 
of our interview, and will not know who you are. I will delete any identifying information 
from the transcript. Findings from the interview will be de-identified and presented to 
the public in May 2013, as part of the Graduate Research Presentation 
 
 
Voluntary Nature of the Study 
Your participation in this study is entirely voluntary. Your decision whether or not to 
participate will not affect your current or future relations with any cooperating agencies 
or institutions or the University of St. Thomas. If you decide to participate, you are free 
to withdraw at any time up to and until the date\time specified in the study. 
You are also free to skip any questions that may be asked unless there is an exception(s) 
to this rule listed below with its rationale for the exception(s). 
Your participation in this study is entirely voluntary. You may skip any questions you do 
not wish to answer and may stop the interview at any time. Your decision whether or 
not to participate will not affect your current or future relations with University of St. 
Thomas/St. Catherine University, or the School of Social Work. If you decide to 
participate, you are free to withdraw at any time without penalty. Should you decide to 
withdraw, data collected about you will not be used for this study.  
 
Should you decide to withdraw, data collected 
about you 
will NOT be used in the study 
 
Contacts and Questions 
You may contact any of the resources listed below with questions or concerns about the 
study. 
Researcher name Kylie Otte 
Researcher email kaotte@stthomas.edu 
Researcher phone 651-962-XXXX 
Research Advisor name Katharine Hill 
Research Advisor email kmhill1@stthomas.edu 
Research Advisor phone 651-962-XXXX    
UST IRB Office 651.962.5341 
 
Statement of Consent 
I have read the above information. My questions have been answered to my satisfaction 
and I am at least 18 years old.  I consent to participate in the study. By checking the 
electronic signature box, I am stating that I understand what is being asked of me and I 
give my full consent to participate in the study. 
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Signature of Study 
Participant 
  Electronic signature 
 Date  
Print Name of Study 
Participant 
 
      
 
Signature of Parent or 
Guardian 
(if applicable)  
 Electronic Signature 
 Date  
Print Name of Parent or 
Guardian 
(if applicable) 
      
 
Signature of Researcher 
 Electronic signature* 
 Date  
Print Name of Researcher       
*Electronic signatures certify that:: 
The signatory agrees that he or she is aware of the polities on research involving participants of the University of St. 
Thomas and will safeguard the rights, dignity and privacy of all participants.   
• The information provided in this form is true and accurate.   
• The principal investigator will seek and obtain prior approval from the UST IRB office for any substantive 
modification in the proposal, including but not limited to changes in cooperating investigators/agencies as well 
as changes in procedures. 
• Unexpected or otherwise significant adverse events in the course of this study which may affect the risks and 
benefits to participation will be reported in writing to the UST IRB office and to the subjects. 
• The research will not be initiated and subjects cannot be recruited until final approval is granted.   
 
 
 
